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Abstract
Objective: This study examines the impact that living in a caregiving family has on
communication with parents and socialization among adolescents.
Method: A researcher-desigred survey gathered information on demographics, care
requirements, and satisfaction with the caregiving. The Parent-Adolescent
Communication Scale (Barnes and Olson, 1986) and Quality ofSocial Functioning Scale
(Hayes, Vogtle, Allaire, Jones, & Blair, 1999) were used to gather data specific to the
adolescent. Participants were recruited through contacts at caregiving agencies. Thirty
completed surveys contributed to the results of the study.
Results: Adolescents in this study reported high levels of satisfaction with family
caregiving. Although adolescents rated their communication with parents positively,
significant, inverse relationships were found betwden communication with parents and
the degree ofcaregiving required by the care recipient. In addition, involvement in social
occupations and satisfaction with social occupation were significantly and inversely
related to the degree of caregiving required by the care recipient. Finally, as the
adolescent's positive communication with parents increased, satisfaction with
involvement in social occupations also increased.
Conclusion: Results of this study indicate that adolescents had high levels of satisfaction
with various aspe-cts.of family caregiving and high levels of positive communication
with parents. However, the relationships explored between communication with parents
as well as social interaction suggest that the presence of caregiving within a family may
lead to decreased levels ofpositive communication with parents as well as decreased
opportunities for social interactions.
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C}IAPTER 1
Introduction
Family caregiving for individuals of all ages is a common occurrence in the United
States. In 1997, there were over 4.9 million people living in the US that required
additional care with Activities of Daily Living (ADLs) (McNeil, 2001). Fifty-four
percent of long-term family caregivers are under the age of forty-five and may therefore
still be involved in child-raising (Henry J. Kaiser Family Foundation, Harvard School of
Public Health, United Hospital Fund of New York & Visiting Nurse Servicb of New
York, 2002). When families provide care to others within their homes, it is likely that the
entire family will be affected, either directly or indirectly by the caregiving situation.
The primary caregiver, or person who assumes the majority of the caregiving
respoisibilities, is typically most directly impacted. However, it is important that
consideration be given to other family members when examining caregiving
circumstances. In particular, adolescents who live in a family that is providing care may
have different experiences than thd rest of their family. To varying degrees, the
adolescent may have caregiving responsibilities. Adolescence itselfcan be a source of
great turmoil for an individual due to the great physical and psychosocial changes that 
,
occur during this phase oflife. Psychosocially speaking, the additional role of caregiver
may lead to positivfor negative effects for the adolescent. For example, the caregiving
role may provide an exteme sense of self-worth for an adolescent or lead to closer, more
positive famiiy relations. H<iweier, it is dlso possible that such a responsibility may lead
to feelings ofburden for the adolescent relating to a decreased sense of communication
with parents who are primary caregivers or a decreased amount of time the adolescent
l
I
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feels is available for socialization. Both ofthese areas are extremely pertinent in relation
to the vital psychosocial development that occurs during adolescence.
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Rationale
Adolescent family members are at a maturity level that enables them to take on
some responsibility to care for others. In fact, babysitting for typically developing young
children has haditionally been a means ofearning money for adolescents fourteen years
ofage and older (Darling, 1987). However, adolescents may also be required or feel
compelled to provide care to family members who are disabled or elderly. Adolescents
are experiencing a time in their lives of great psychosocial change which impacts p€er
relationships, self-expression and self-concept. Psychosocial development during
adolescence is the foundation to becoming a functional adult in society (Erikson, 1980;
Greenberger & Sorenson, 1974). Engagement in social occupations with peers provides
an outlet for self-concept development and increased peer relationships (Coleman &
Hendry, 1989). In addition, communication with parents, which includes receiving
adequate attention, is a key factor in the development ofa sound psychosocial being
(Watkins & Astilla, 1980; Demo, Small & Williams, 1987). Living in a family that
provides care to an individual is likely to produce positive as well as negative effects for
adolescent family members. As a result of caregiving responsibilities, adolescents may
gain a greater sense of accomplishments due to their role as caregiven. In addition, an
involvement in caregiving may lead to an increase in both family cohesion and open
communication with parents.
On the other hand, caring for a family member has the potential to create an
environment wherein an adolescent is unable or unwilling to have opportunities for
socialization and subsequent self-growth. In many cases, it may be necessary for an
adolescent to sacrifice socialization opportunities to care for a relative. For example,
iI
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since a majority of caregivers are under forty-five years ofage, they are likely to be
employed which could potentially lead to dependence on an adolescent child to provide
care in situations where the person requires frequent attention. In addition, in a situation
where a parent is a primary caregiver, this ability to have open dialogue with an
adolescent son or daughter may be greatly affected due to time constraints imposed by
the caregiving situation.
Occupational therapists (OTs) are directly involved in issues regarding
psychosocial development during adolescence (Neistadt & Crepeau, 1998). However,
there is evidence that OTs are not as involved in addressing the impact that caregiving
has on the family as a whole. Actually, there is evidence that the addition of OT
involvement in the home is more of a burden than a benefit to families (Clark, Corcoran
& Gitlin, 1995; Gitlin, Corcoran & Leinmiller-Eckhardt, 1995).
In addition to the direct heatrnent occupational therapists provide to the care
recipient, OTs can intervene in a preventative role in order to assure that.proper
psychosocial development is taking place for affected adolescents' Such interventions
may include educating the family regarding the importance of psychosocial development
during the adolescent years and making suggestions regarding the use ofalternative
forms ofcare (such as respite care or other relatives) so that adolescents have decreased
responsibiliti6s providing care and the family can irhction in the most beneficial manner.
It is also imperative that caregiving adolescents are encouraged and offered opporhrnities
to pursue socially engaging leisure interests, which can be facilitated by occupational
therapists.
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Problem Statement
Typically, research has been conducted regarding the effects that providing care
can have on primary caregivers. Few studies have investigated caregiving effects on
adolescents within caregiving families. However, adolescence is a time of great change
resulting in increased socialization opportunities. During this period, open
communication with parents is vital in order to provide sufficient support for adolescent
development. This study examines the relationship between caregiving and parent-
adolescent communication as well as adolescent social occupations.
=t
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CHAPTER 2
Literature Review
Adolescent Psychosocial Development; the Contribution of Social Occupations and
P arental C ommunicati on
Greenberger and Sorenson (1974) describe psychosocial skills as the social goals
that are required by society as well as the ideals that an individual believes are important.
Based on this definition, it is clear that the emergence ofpositive psychosocial traits is an
extremely important aspect ofa person's development. Erik Erikson provided a model
ofpsychosocial development that identified eight stages; each ofwhich culminates in the
success ofa psychosocial attribute (Erikson, 1980). Within Erikson's stages of
psychosocial development, each preceding stage must be mastered in order to advance to
the following stage. Erikson (1980) states that a person's selfesteem consistently grows
as each successive stage is mastered. Therefore, avenues to positively increase a person's
beliefs about himself or herselfare critical to each of Erikson's stages. Various authors
(Watkins & Astilla, 1980; Demo, Small & Williams, 1987) have found a positive
relationship between individuals with high self-esteem and a high level ofsupportive
family communication. According to Coleman and Hendry (1989) key aspects of self-
esteem include success in meetif8 demands and a sense ofsocial acceptance. Both of
these areas can bE experienced through engagement in social occupations. In addition, a
sense ofsuccess and.social acceptance may be reinforced by positive communication
with parents.
According to Olds ahd Papalia'(1998), adolescents could be experiencing three
stages ofErikson's psychosocial theory depending on their age. Adolescents may be in
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the final phase of the Industry versus Inferiority stage, which is experienced between six
years of age until near puberty. Most of the adolescent population is in the Identity
versus Identity Diffusion stage, which covers the time from puberty to young adulthood.
In addition, some older adolescents may be at the begiruring of the Intimacy and
Distantiation versus Self-Absorption stage, which is the primary stage for young
adulthood.
According to Erikson, individuals within the Industry versus Inferiority stage of
psychosocial development are concemed with leaming how to engage in activities and
how to interact with others. This stage includes dissatisfaction with oneselfifone does
not feel useful, and a sense ofindustry, which occurs when a child believes that he or she
is able to make a worthwhile contribution. Erikson states that a person is more likely to
believe that he or she is valuable when devoted to a task. This strong interest occuts when
the person either enjoys an activity or is encouraged to pursue a certain task (Erikson,
1980). It is crucial for children within this stage to have the opportunity to explore
abilities. In addition, if activities are completed in a social setting, an extrinsic sense of
importance is likely to develop which will heighren a sense of industry even further.
According to Matheson and Bohr (1997), occupations are defined as "the activities in
which people are engaged to support their roles" (p. 432). Therefore according to this
definition, participating in occupations is key to developing a sense of industry. On the
other hand, accor'ding to Erikson, a child could also develop a sense of inferiority due to
perceptions of inadequate parental involvement if the child desires a closer, more
intimate parental relationship as opposid to a relationship that allows for more
exploration. This situation could make the child feel rurimportant. Based on this, it is key
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that individuals have sufficient opportunities to engage in open communication with their
parents.
Once a person has developed a sense ofindustry, the Identity versus Identity
Difhrsion stage begins, which is the major phase for adolescence (Erikson, 1980).
According to Erikson, the key aspect of this stage involves the adolescent exploring him
or herself as a person and realizing that it is acceptable to be different and to approach
tasks in a different manner than other people. Success in this process leads to the
formation of an ego identity (Erikson, 1980). Erikson (1980) states that an adolescent
forms an ego identity based on combining various forms of identity to which they have
been exposed. True identity develops only from honest and consistent feedback regarding
achievements from people who are meaningful to the individual @rikson, 1980). In
addition, according to Sullivan (1953), a person's identity results from interpersonal
interactions. The exposurb necessary for forming of an ego identity, receiving honest
feedback and engaging in interpersonal interactions could all be experienced through
socialization opportunities, which could come in the form ofparental communication or
socialization with peers.
ln addition, Greenberger and Sorenson (1974) discuss that in order to adequately
develop an identity; a person must have a sense ofchoice over his or her life. As is the
case within the Industry versus Inferiority stage, one of the major ways adolescents are
able to express a sense ofchoice is through decisions relating to social interactions. ln
particular, deciding with whom to engage and what activities to pursue are factors to be
determined.
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A strong sense of emotional support is also critical to forming a sense ofidentity.
Lamb and Sutton-Smith (1982) comment on the reliance on siblings as sources of
emotional support beginning in preadolescence and continuing into young adulthood.
Siblings provide support in areas that are typically difficult for adolescents to discuss
with parents (Lamb & Sutton-Smith, 1982). This outlet is likely to be a positive
altemative to communicating with parents during the identity formation phase of
development
Once a sense of identity has been gained, older adolescents and young adults enter
into the third stage of Erikson's model. This stage is concemed with the challenge of
Intimacy and Distantiation versus Self-Absorption (Erikson, 1980). Erikson includes a
general sense of"giving" in his definition of intimacy as well as the sense ofcloseness
that is t)?ically attributed with the term. In order for a sense of intimacy to develop, a
sense of identity must have been firmly created in adolescence. Ifa person is not able to
develop intimate relationships, isolation may result, leading to more distant interpersonal
relations or the person may experience repeated attempts at establishing intimacy
followed by repeated failures (Erilson, 1980).
The quality and quantity of communication with parents as well as the
engagement in social occupations are pivotal towards successful completion of those
Erikson stages that occur during the adolescent yearc. The type ofsocial occupations
engaged in as well as the importance of interacting witb peers changes during the
adolescent time frame and leads to the development o?a healthy early adulthood.
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Trends in Social Occupations duing Adolescence
According to a study by Hendry, Shucksmith, Love and Glendinning (1993),
leisure time spent with family decreases from an average of48 hours a week to an
average of 23 hours a week between the ages of twelve and eighteen. In most cases, the
time the adolescents in the study spent with peers increased to nearly halfofleisure time
by the time adolescents reached eighteen years ofage (Hendry et al., 1993).
In addition, Hendry et al. (1993) discussed the adolescent transition from adult-
led leisure pursuits into casual peer groups and finally to engagement in commercial
leisure areas such as nightclubs in late adolescence. Commercial leisure areas encouage
small networks of friends to interact socially and indicate an adult status (Hendry et al.,
1993). In addition, Hendry et al determined that the majority ofadolescents have
concerns regarding their popularity with peers. In a study of young individuals (ages ten
to twenty) in Scotland by Hendry et al. (1993), peer acceptance was ranked as important
by at least 61% ofparticipants. Therefore, adolescents who are not able to interact as
much as disired according to standards set by themselves or by their peer group are likely
to be concerned with how their friends view them as a person.
The Importance of Posilive Family Functioning
Hamill (1994) states that families naturally encounter stress during the
developmental changes associated with the increased independence and role changes of
adolescence. However, those families who are better able to openly communicate tend to
adapt to the changes more positively. The importance of communication is stressed
within the Circumplex Model (Olson, 2000). This model states that a family that
possesses a balance betiveen cohesioh and flexibility will tend to be the most functional.
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Communication plays a key role in changing the levels ofcohesion and flexibility in the
family as a whole (Olson, 2000). Listening and speaking skills, self-disclosure, and
respect are some of the important factors of communication within the Circumplex
Model. Olson (2000) defines family cohesion as the emotional bonding within a family.
According to this model, families that operate at a moderate level ofcohesion are the
most beneficial. In a family with too much cohesion, members must remain extremely
dependent on one another. Adolescence is a natural time for a more moderate amount of
family cohesion, since it is expected that an increase in independence from the family
will be encouraged. On the other extreme, in a family where there is a very small amount
of cohesion, individuals may have a limited amount of attachment to family members.
This would have a tendency to be detrimental for adolescents since the necessary
encouragement for social development may not be present.
According to Olson (2000), flexibility focuses on a family's ability to find a
balance between stability and change. Once again, the optimal situation is a balance
between the two extremes. Olson, McCubbin, Bames, Larsen, Muxen and Wilson (1983)
examined the levels ofadaptability and cohesion in families containing adolescents and
found parents to report the loivest levels ofboth aspects during the adolescent years. In
fact, adolescents reported lower levels then parents did for these two domains. In
addition, both adolescents and mothers reported.more open communication with each
other as oppdsed to-the l6vel ofopenness reported by or with fathers (Olson et al., 1983).
I 
Cor"giuing Benefits and Burdens
Benefits and burdens can emerge within a family who is caring for individuals
who are disabled. Research has'foirnd that caregiving can increase a person's sense of
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satisfaction and lead to a greater sense ofunderstanding ofdisabilities (Pruncho, Peters &
Burant, 1995; Beach, 1997). On the other hand, caregiving burdens are often related to
the relationship of the care recipient (a son or daughter versus a sibling) or the type of
disability the person has that requires additional care.
Benefits of Caregiving Families for Adolescents
As previously discussed, younger adolescents may be at the end ofErikson's
Industry versus Inferiority stage. It is likely that a positive experience providing care to a
family member would provide the necessary reward to aid an individual in gaining a
sense of industry. Caregiving can also directly benefit psychosocial development
according to Erikson's third stage of Intimacy versus Isolation. Since Erikson (1980)
states that intimacy includes a sense of giving, caring for a family m-ember may provide
this necessary component of intimacy.
It is possible that an adolescent's communication with his or her parents will be
affected when a family member requires care. In a study by Hamill (1994)' the quality of
communication between parents and adolescents in American families providing care to a
grandparent was addressed using the Parent-Adolescent Communication Scale (Bames &
Olson, 1986). Adolescents who had greater psychological autonomy felt they had better
communication with their parents (Hamill, 1994)' According to Hamill (1994),
psychological autonomy refers to independence in thoughts and not a more common
definition involving less dependence on others. Psychological autonomy is a sign of
psychosocial devElopment during the adolescent years; therefore Hamill (199a)
concluded that such adolescents were perhaps more receptive to the thoughts and
. 
,.
problems that parents were facing. tn addition, psychological autonomy allows
l
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adolescents to be confident in their personal viewpoints (Hamill, 1994). It is quite
possible that the increased autonomy reported developed from the caregiving experience.
Involvement in a caregiving situation may necessitate an adolescent to think more
independently based on the need to make care decisions. Thus caregiving itself may have
the potential to increase adolescents' abiliry to think independently.
The effects that family caregiving has on an American family as a whole has been
the subject of several studies. In these cases, data has been collected regarding
perceptions and roles ofadolescents in the family. Pruncho et al. (1995) concluded that
children (aged I l-33) reported greater caregiving satisfacfion and a higher positive affect
than pdrents. It is possible that cliildren, in general, have fewer responsibilities than
parents do and are therefore better able to handle a responsibility related to caregiving' In
t
addition, the care recipient may be an additional person to interact with socially or may
be a source of support. In a separate study conducted by Pruncho, Peters and Burant
(1997), differbnt perspectives on aspects ofcaregiving burden was the focus of a study
that included female primary caregivers, their husbands and children in multigenerational
bouseholds where care was provided for an elderly relative. This study determined that
children reported almost one third the amount of burden than the primary caregiver
reported @runcho et a1.,1997).
A study conducted by Beach (1997) specifically explored the impact of family
caregiving on adolescent relationships. Beach stated that there is a tendency for families
with a caretaking role to have more cohesion, which may itself assist an adolescent to
increase his or her sense ofselfthrough interactions with siblings, and the adolescent's
relationships with his or her parents. The study focused on the impact of the caregiving
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environment on the relationship between the adolescent and the care recipient, between
mothers and adolescents, and between siblings in American families caring for elders
with Alzheimer's Disease. Beach also explored the relationship between adolescents with
a caregiving responsibility and peer selection. Data was collected through the use of
semi-structured interviews with the adolescent. Most adolescents involved believed they
had a greater understanding ofolder adults as a result ofthe caregiving role. Seventy-
three percent ofparticipants replied that the caregiving experience had a positive
influence on family relationships and particularly noted that caregiving necessitated
spendirg.ore time with siblings (Beach, 1997). In addition, older siblings not living at
home showed concem regarding younger siblings in the caregiving role and u, , ,.rult
retumed home more frequently. Adolescents reported selecting peers based on those
people who displayed empathy for the adolescent's additional role (Beach, 1997). Having
empathetic friends would serve as a burden relief since such friends would be willing to
actively listen and support the adolescent involved in caregiving.
Adolescents in caregiving roles were seen to have open dialogue with their
mothers regarding care plans and important decision-making @each, 1997)' In regards to
conflicts relating to caregiving issues, instead ofusing negative coping shategies such as
withdrawing fiom the situation, adolescents reported managing the conflict more directly.
Beach concluded that improved communication could be attributed to a gleater sense of
maturity possessed by adolescents who hlave undertaken a caregiving role. The results of
this study'regarding a lack of dissatisfaction and burden and an increased sense of open
commurication regarding adolescents in a caregiving relationship are exhemely
promrsmg.
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Burdens of Caregiving Families for Adolescents
In addition to caregiving positively affecting psychosocial development during
adolescence, living in such a family could also negatively affect psychosocial
development. Overall, Coleman and Hendry ( 1989) point out that adolescents are less
likely to have a functional coping mechanism if more than one domain such as family,
school or peers leads to a sense of being uncomfortable. Coleman and Hendry stress the
importance ofan environment in which an adolescent can feel relaxed. In general, school
and peers would tend to be more stressful for adolescents than family life (Coleman &
Hendry, 1989). However, when a stressor is present in the home, this outlet is likely to be
less of an option for relief.
As a part of Erikson's Identity versus Identity Diffusion stage, it is important that
adolescents have opportunities to increase their self-concept. Occupations play a pivotal
role in the area of self-concept growth (Coleman & Hendry, 1989)' In particular,
Coleman and Hendry state that decisions relating to the choice ofoccupation are
especially important. For adolescents living in families who are providing care, the ability
to mdke decisions regarding activities may be diminished due to decreased socialization
opportunities resulting from either direct or indirect effects of increased demands at
home. In addition, as stated by Heindry et al. (1993), the time adolescents typically spend
with peers increases to nearly halfofleisure time when adolescents reach eighteen years
a ofagb in tie case of typical developmeiit. It i3 clear fiom this information that an
it
adolescent who does not have the opportunities to spend additional time with friends due
to responsibilities at home is likely to be viewed as "atypical" which could have negative
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consequences especially ifpeers do not completely understand the adolescent's family
situation.
To address the quality of communication more Specifically, Hamill (1994)
determined that mothers in caregiving families who were more stressed by the caregiving
role had poorer communication with adolescent children. Hamill hypothesized that this
relationship could be due to the increased amount of energy spent on the caregiving role
or the fact that the stress ofcaregiving caused the mother to leave the house more often
and which would lead to decreased availability for the adolescent. Depending on the age
of the adolescent, an absence by parents could mean that younger adolescents are lacking
hansportation resources, or older adolescents do not have the necessary parental
permission to engage in social occupations.
The burdens ofcaregiving on primary caregivers are likely to be significantly
greater than those burdens felt by adolescent family members. Such burdens have the
potenlial to lead to psychological distress on the part of primary caregivers which can in
hrrn affect adolescent children. In one study by Silverberg and Steinbeig (1990),
American adolescent relationships with the, opposite sex were assessed and related to the
psychological well being ofparents. Adolescents with higher levels of dating frequency
and social involvement with the opposite sex had parents with lower life satisfaction and
more frequent psychological symptoms (Silverberg & Steinberg, 1990). Although this
finding indic?tes increased socialization, perhaps the adolescents are jiist trying "escape"
from the stressful situation at home. If this were the case, the quality of parental
communication would be greatly diminished.
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Burdens specific to diferent disabili/Ies. Based on research findings, there are specific
burdens related to caregiving that are associated with different disabilities. For example,
when caring for an elderly relative, Huston (1990) discusses ways in which caring for an
elderly parent is much different than caring for a child. According to Huston,
determining when a parent is going to require care is often unpredictable. Psychologically
speaking, elderly care recipients become increasingly dependent as opposed to children
who become increasingly independent (Huston, 1990). Therefore, it may become difficult
for caregivers to feel they are successful when the needs ofthe care recipient are
increasing.
In the area ofelderly caregiving, Pruncho et al. (1995) examined the depression
experienced by grandchildren between the ages ofeleven and thirty-tkee when living in
an American family providing care. A negative relationship was found between
depression and caregiving satisfaction (r = -.26).In addition, burden and depression were
positively correlated (r : .42) (Pruncho et al., 1995).
Sanders, High, Hanney and Sherer (1997) indicate factors that are most predictive
of emotional distress in response to caring for a person with a traumatit brain injury.
Overall, the best predictors of decreased emotional distress were found to be the gender
of the caregiver (females report less distress), a higher level ofpatient functioning,
decreased subjective burden, greater satisfaction with social support and increased time
since the injury and decreased use of strategies such as wishing the problem, would go
away or pretending that nothing had happened (Sander et al., 1997).
Haveman, van Berkum and Reijnders (1997) completed a study of American
parents of chil&en and adults with mental retardation across the life span to explore
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differences in time demands and caregiving burden within this population. In general,
activities of daily living (ADLs) skills were found to be lower for younger ages and more
severe levels ofretardation (Haveman el al., 1997). Haveman et al. found that families
with youn$er children used an average ofnineteen services while nine services were
averaged a week for the older care recipients. Time demands were found to be $eatest
during the first nine yean and averaged between 3 1 and 60 hours per week of care.
However, for adolescents and adults, this number dropped to betweenrl5 and 30 hours a
week (Haveman et al., 1997).Based on this data, adolescents living in a family with an
older adolescent or adult with mental retardation may therefore experience fewer
demands for caregiving as compared to those living in families with younger c,re
recipients. Haveman et al.'s data analylis determined that the greatest predictors ofhigher
time demandS includeil a child with low adaptive skills, more children in the hbme and
greater use ofouiside services. Higher caregiving burden was best predicted by increased
time demands, a child with low adaptive skills, and decreased use ofservices (Haveman
etal.,1997). Althougb care demands may decrease with age, Haveman et al. determined
that the levels of subjective burden did not decrease as the person moved from childhood
into adulthood. This can be atbibuted to the fact that caregiving tasks are less typical in
adulthood than in childhood since most families with typically developing children no
longer provide care once the child reaches adulthood. This in tum is likely to lead to an
increase in negative emotional feelings.
Burdens Specific to Different Familial Relationships. In addition to classiffing burden
according to the type ofdisability, familiil relationship can also be used to describe
effects of caregiving. In the case ofchildren who require care, it is likely that an
I
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adolescent will be a sibling to the care recipient. In a study of American families,
McAndreV (1976) determined that seventy-five percent of siblings over the age ofseven
with brothers or sisters who had Spina Bifida or Cerebral Palsy provided care in areas
such as dressing, feeding, toileting and supervising. McAndrew (1976) also determined
that approximately fifteen percent ofsiblings ofchildren with disabilities such as Spina
Bifida and Cerebral Palsy demonstrated traits such as being uncooperdtive or insecure as
well as having diffrculties with concentration. Nelson, Ruch, Jackson, Bloom and Part
(1992) studied Canadian families that included an adolescent sibling with a disability as
well as an adolescent sibling who did not have a disability. Th! authors noted that
according to social workers, families ofadolescents with disabilities often function at a
level that is more appropriate for families with much younger children. Nelson et al'
determined that families tend to seem skeptical that their adolescent children would be
able to live independently without constant family support, which could lead to families
providing more care to the adolescents then may actually be necessary. The study by
Nelson et al. (1992) also found signs of jealousy on tlie part of siblings due to the
additional time and attention that parents spent on the sibling with a disability. In
addition, it was noted that the adolescent without a disability had a greater amount of
responsibility within the family than is typical during the adolescent stage of life (Nelson
etal.,1992).
In a study that focused on objective burdens ofcaregiving, Pruncho, Dempsey,
Cardner, and Koropeckyj-Cox (1993) inveStigated the physical environment of American
households of multigenerational caregiving families. It was determined that the tbird
generation of the family felt negatively affected in regards to sharing ofhousehold space
-":--t 
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when the elderly relative did not have certain amenities ofhis or her own such as a
television and phone line. (Pruncho et al., 1993). These luxuries are extremely important
for many adolescents since the telephone allows adolescents to interact with peers and
television provides a frequent topic ofconversation.
The Role of Occapalional Therapy in Family Caregiving
Based on research findings, occupational therapy (OT) involvement in providing
assistance to alleviate burdens felt by families who care for an elderly relative is not
particularly common. In addition, several articles discuss the possibility of additional
intervention in the home increasing the level of stress instead ofproviding a solution to
decrease burden (Clark, Corcoran & Gitlin, 1995; Gitlin, Corcoran & Leinmiller-
Eckhardt, 1995). Several studies have suggested methods for increasing positive OT
involvement in family caregiving situations, Clark et al. (1995) conduited an exploratory
study to investigate the types ofinteractions that result between family caregivers and OT
in home health care and the types of interpersonal behaviors that influence caregiver
involvement. Occupational therapists were found to use caring, partnering, informing and
directing interactions (Clark et al., 1995). Caring and partrrering interactions are based on
client-centered intervention principles. Clark et al. found that caring interactions were
present when the OT demonstrated interest in the well-being ofthe caregiver. Suppodive
interactions wereused to build and maintain a trustful relationship with caregivers.
Comments such as'!ou cannot do it all yourself'or'!ou are doing a good job taking
care ofyourself'(Clarh Corc6ran & Gitlin, 1995, p.589-90) were characterized as
supportive. According to Clark et al., therapists demonstrating an awareness that
caregivers had more httributes than solely their role as caregiver suggested friendliness.
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Partnering interactions provided the caregiver an opportunity to have a sense of control
and responsibility (Clark et al., 1995). Informing and directing interactions were more
concemed with the therapist taking control ofintervention and therefore providing
heatment that was not client centered (Clark et al., 1995). Clark et al. discovered that
informing and directing interactions were most commdnly demonstrated during
intervention and to a large part during evaluation portions of treatment. This indicates
that therapists were not directly involving the client and the client's family in decisions
related to the client's treatment. This therefore increases the possibility that the concerns
and goals of the client and his or her family are not being directly addressed.
Gitlin et al. (1995), acknowledge that OTs lack a framework that can be used to
develop services based on family member needs. An ethnographic approach is suggested
that involves four components: informant, emic, reflexivity and interp?etation. The
informant in this situation is the primary caregiver who is viewed as a lay practitioner
since they have a primary role in managing, coordinating and providing care (Gitlin et al.,
1995). According to Gitlin et al. (1995), the use ofan emic approach involves obsewing
the primary caregiver to obtain an insider point of view. Gitlin et al. (1995) stress that in
order for this approach to be successful, the therapist must engage in self-reflection so
that his or her own values and beliefs can be related to the beliefs of the family. As a
result of this self-reflection, ideas regarding the meanings guiding the actions ofthe
primary caregivers can begin to form.. An interpretive framework emerges from constant
observation of fainily.members' behavior, which assists in answering questions regarding
the meaning of the elderly relative's impairment, the experience ofcaregiving and an
appropriate and supportive treatment strategy (Gitlin et al., 1995).
t;
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In a study by Gitlin and Corcoran (1992), home intervention strategies for
families providing care for clients with dementia were explored. Gitlin and Corcoran
(1992) explain that while caregivers often create effective solutions to caregiving issues,
they require reinforcement and additional assistance in order to refine their strategies. An
intervention strategy is proposed based on a competence-environmental press model
(Gitlin & Corcoran, 1992). The model suggests that many of the behaviors common in
dementia can be conholled or reduced by changing the surrounding environment, which
in fum lowers the environmental demands for the care recipients (Gitlin & Corcoran,
1992). Gitlin and Corcoran state that such modifications have proven to decrease
wandering, agitation and restless behaviors. Caregivers may be aware oftechniques that
can be implemented to change the environment based on literahrre. However, few have
received any type ofhands on training in the area (Gitlin & Corcoran, 1992). As a result
of lowering the environmental demands for the person with dementia, Gitlin and
Corcoran (1992) suggest that the primary caregiver burden is likely to decrease which
will in tum lead to a decreased burden or less ofa responsibiliry placed on involved
adolescents. The proposed treatrnent strategy involves three home visits, which sewe as a
collaboration between the OT and the caregiver. (Gitlin & Corcoran, 1992). During these
sessions, difficult behaviors are identified and environmental solutions are sought. The
OT provides support and education regarding dementia including the availability of
support goups (Gitlin & Corcoran, 1992). During times of support, the OT could provide
indirect assistance to involved adolescents by outlining an adolescent's need for parental
involiement and encouraging both social and support opportunities for involved
adolescents.
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Awareness ofthe needs of family caregivers is beginning to increase. For
example, according to the American Occupational Therapy Association (AOTA) (2002),
through a joint collaboration with the American Society on Aging, the American Nurses
Association, the National Association of Social Workers and the AOTA, a telephone
seminar series was offered for health professionals entitled, "Meeting the Needs of
Family Caregivers" (AOTA, 2002). The seminars include an'overview of the National
Family Caregiver Support Program as well as a description ofthe complex roles and
responsibilities that health professionals must assume in order to ease the burden of
family caregiveis (AOTA, 2002). This acknowledgment that caregiving has a tremendous
impact on the family as a whole necessitates the use of a framework that supports family
intervention.
Family Centered Care
It is very common for Early Intervention (services provided to children between
birth and three y€u.r Ota) to U" ass6ciated with a Family Centered Care (FCC)
philo'sophy. Althbugh this is a very specific area ofcare, the components ofFCC could
be encompassed into all home care services. Shelton and Stepanek (1994) outline the
followin! effi charactdristici that make FCC necessary and effective. To begin, sewice
I providers are a temporary frxture in the care recipient's life whereas the person's family
I:i i, permanent. Shelton and Stepanek (1994) also state how crucial it is that there is1 rs Psllll.ulgrll. orlgrlulr .u[.r rrlvyorru^ \ I //f,, 4rrv I
I
II collaboration between the family and professionals regarding all decisions. In order for
FCC to be successful, constant and honest information exchange must be present between
,1 the family and professionals. Professionals must 
respect a family's individuality in order
for care to be most beneficial (Shelton & Stepanelg 1994). Another aspect ofFCC
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according to Shelton and Stepanek indicates that family coping strategies must be
recognized and addressed and the proper emotional, developmental, environmental and
financial supports must be provided. Encouraging family-to-family interactions is key to
a shong support network. Support systems and services that are flexible, accessible and
comprehensive must be present in order to address the needs ofthe family (Shelton &
Stepanek, 1994). Lastly, the person receiving care must be first and foremost looked at as
a person and not simply someone needing services (Shelton & Stepanek, 1994). As far as
caregiver burden is concerned, the FCC components that address coping needs,
encourage interaction with other caregiving families and stress comprehensive and
flexible services are key aspects that need to be addressed.
Marcenko and Smith (1992) completed a study exploring the implications of
family-centered care provided by social workers on families ofchildren with both a
developmental delay and a chronic health condition. Services were studied over a three-
year period. During this time, social workers increased their emphasis on "empowering"
the families (Marcenko & Smith, 1992). At the end of the three years Marcenko and
Smith (1992) discovered that families reported the greatest increase in the use ofrespite
care and home nursing, however, families continued to desire outlets for family and
children's recreational activities, life planning services, regular day care and speech
therapy (Marcenko & Smith, 1992). It appears that the increased emphasis on family
concems led to some improvements, however, many areas were not addressed. It is
possible that a more ffnily-oriented approach may bave decreased the nedds ofthe
family. The study also addressed the coping ability ofsiblings without disabilities.
Mothers did not report any increase in coping strategies for these children (Marcenko &
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Smith, 1992). Mothers were quoted as saying "We have to drag both kids to the hospital
and they don't like it. They can't participate in school events." (Marcenko & Smith,
1992, pg 97). This clearly indicates a decrease in social oPportunities for the children in
families without disabilities.
Although family-centered care began in response to government mandates for
pediatric care, many sources acknowledge the appropriateness of the philosophy in other
domains. Whitrnan, Perrin and Knudson-Buresh (2002) comment on how the components
ofFCC need to extend beyond early intervention and into all ofhealth care. Weinstein
(1997) also expresses this viewpoint in an example she provides ofa wife caring for her
husband who had a stroke. The wife was extremely overwhelmed by the care her husband
required, however, her feelings were not addressed as a part of the occupational therapy
services her husband was receiving. As a result, the wife fired the OT due to a lack of
insight into her concerns (Weinstein, 1997). Many of the key principles of FCC such as
general collaboration, respect for the family, taking the entire family into accourit during
care and evaluating and encouraging coping strategies are extremely applicable across all
professional caregiving domains.
Patient centered care is a term that has been used to describe beliefthat the
patient's concerns and goals are of the utnost importance in teatment. The components
ofboth family centered care and patient centered care are based in many of the same
principles. A group of hospital administrators and experts in the field of family centered
and is well as patient centered care have presented an online fact sheet concemed with
efforts to increase thet us-e ofprinciples associated with these philosophies
(http://www.ccmc.org:fccfacts.htm). According to the site, both family centered care and
i
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patient centered care focus on families and clients working together with professionals to
plan, carry out and evaluate health care programs. An increase in family resource centers
is described on the page, which allows families to become better educated on various
disabilities. In addition, the site describes the importance ofcaregiver support goups.
Such sources ofsupport provide avenues for family members to voice concems have a
more integral part in the collaborafion of services for the care recipient, which is the
backbone of family centbred care.
I
Summary
As the literature suggests, careliving can result in both benefits as well as burdens
in the area ofpsychosocial development for involved adolescents. Benefits include a
greater sense ofself-esteem and autonomy and an increased sense of family involvement
for adolescents in caregiving situations. Potential burdens of a caregiving situation
include decreased opportunities to engage in social occuphtions and communication with
parents. The role of parental communication with parents and opportunities for social
occulations are pivotal for successful psychosocial development. Occupational therapists
are aware ofboth the psychosocial needs oftypically developing adolescents and the fact
that caregiving can cause burdens which could affect positive psychosocial outcomes for
adolescents. Since current research focuses on the experiences ofprimary caregivers, it is
unclear whether the presence ofcaregiving in a home and thedirect involvement ofan
adolescent in caregiving has a positive or negative impact on involved adolescents' In
order to positively intervene with caregiving families, family centered care may give
.t
occupationil therapists the ability to piovide'a balance between the needs ofboth the care
recipient and adolescents within families with caregiving responsibilities.
I
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CHAPTER 3
Methodology
Research Questions
Among adolescents living in homes providing care for an individual with disabilities, is
an adolescent's communication with parents and engagement in social occupations
related to:
A) The frequency ofcare the individual requires
B) The frequency of care the adolescent provides to the individual
Limitations, Delimilations and Assumptions
Limilations
This study had a decreased sample size due to the fact that the participants were not
the clients receiving services and therefore did not have direct ties to caregiving
agencies. As a result, it was diffrcult to connect with people that were aware of
families providing care that also included an adolescent.
Adolescents living in families providing care to any age person were potential
participants for this study. However, there are key differences in the nahre of care
provided to different populations (i.e. children versus adults).
Responses may not be representative ofall adolescents living in a caregiving family
since characteristics ofadolescents responding to the survey versus those not
responding may be different in two distinct ways: First, responding adolescents may
have been less stressed, and therefore have had more time to respond than adolescents
who did not respond to the survey. Second, as a result of recruihnent procedures,
adolescents who responded were a part of families who had ties either to support
- 
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groups or caregiving agencies and therefore may have been provided with a relief
from some of the sources of caregiving burden.
. Adolescents may not have the knowledge to accurately answer all the demographic
and background questions on the'survey.
Delimitations
, Because surveys were not linked to individual participants and were mailed,
participants may have been more likely to provide honest answers.
. The sample size was expanded by including adolescents in families providing
care to family members of all ages.
. Recruitrnent strategies were broadened to include participants from a greater
geographic area
. Prior to distributing the surveys, the primary researcher met with several ofthe
agency contacts to explain the survey and procedure and make necessary changes
,
to questions to increase clarity as suggested by the contact person who knew the
-r i.
population best.
Assumptions
. Caregiving has an effect on families.
. Adolescerits have enough of an'awareness ofthe caregiving sifuation to respond
accurately to demographic and background questions.
. Participants answered questions honestly.
. Changes made to the surveys to clariff questions did not rOsult in significant
differences in responses to questions.
' ti
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Participants
Eligible participants included adolescents between the ages of twelve and twenty.
The age criteria were based on the Parent-Adolescent Communication scale, which was
used in this study. In the design of this measure, the questions were written to be readable
by a twelve year old and norms were established for adolescents up to age twenty. In
order to participate, the adolescent must have been living in a family who was providing
care for a person who was elderly or had a disability in the home. The intensity of
caregiving responsibilities placed on the adolescent varied among participants (i.e. the
adolescent may have had a very small caregiving role or they may have been heavily
involved in providing care). Elderly or adult care recipients must have required enough
care to render them unable to live independently. Children receiving care must have had a
disability that required more care than a typically developing child receives. Thirty
adolescents responded to the survey and contributed to the results of this study.
Recruitment
A proposal for this study wa^s submitted to the All College Review Board for
Human Subjects Research (see Appendix A) and was approved (see Appendix B).
Participants were recruited in two ways. Fint, the primary researcher called or emailed
caregiving organizations such as Offices for the Aging, health departments, home health
agencies, adult day care programs and SibShop (support programs for siblings ofchildren
with disabilities) coordinators. The primary researcher attended local caregiving meetings
and support groups to recruit participants when possible. Meetings were set up with some
ofthe recruihnent contacts to further discuss the details ofthe project. This information
is summarized in a Recruitment Letter (Appendix c). In order to maintain confidentiality,
r=
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formal caregiving agencies did not release names or addresses ofpossible participants.
Secondly, a Recruitment Flyer (see Appendix D) was created for posting in areas where
potential subjects may gather such as churches. The phone number and email address of
the primary researcher was also provided for participants or local organizations to make
direct contact for further information. In addition, a recruitment statement (see Appendix
E) was passed out directly to potential subjects and included in the survey packet.
Highlights of the recruitrnent letter were also made available to a larger number of people
in the Ithaca community through a connection with the Director of the Health Planning
Council of Tompkins County. A description of the study was placed on a list serve that
was sent to social service agencies in the Ithaca area. A similar description was also
placed on a list serve originating from the Family Caregiver Alliance, which generated
contacts with caregiving families across the United States.
Measures
Demographic and Background Information Questionnaire (DBIQ)
The DBIQ (see appendix F) is a researcher-designed measure. The first section of
this measure includes demogra.phic information about the adolescent and the person
receiving care. The second portion of the form is divided into two sections. The
Frequency of Care Required (FCR) asks how often the care recipient requires care in
various care domains and the Frequency of Care Provided by the Adolescent (FCPA)
asks the adolescent to rank how much care they provide in the same domains. On these
two sets ofquestions, the frequency of care is based on a five-point scale. A response of I
indicates "never" and a response of5 indicates "all the time" The second section asks the
adolescent to rank their satisfaction with the caregiving situation based oh tbree
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statements, All the questions on the DBIQ are short fill-in-the-blank, multiple choice or
based on a S-point Likert Scale.
Content validity was ascertained for the questions regarding the FCR and FCPA using
various methods. Pertinent literature was reviewed to determine coflrmon areas ofneed
for persons who are elderly or have a disability. ln addition, published measures that
gather similar information (such as the Fuz ctional Independence Measure (FIM), School
Function Assessment (SFA) and Routine Task Inventory-2 (RTI-2)) were examined.
Lastly, experts in the field were asked to examine the questions and make suggestions
regarding possible revisions.
Many ofthe standard activities ofdaily living (ADL) questions on the survey are also
covered on tbe FIM (Uniform Data System for Medical Rehabilitation (JDSMR), 1997).
The FIM has been found to have good content validity (Law, Baum & Dunn, 2001).
Construct validity was determined through the use of Rasch analysis on rehabilitation 
'
patients, which revealed motor and cognitive constructs (Heinemann, Linacre, Wright,
Hamilton & Granger, 1993).
The School Function Assessment (SFA) (Therapy Skill Builders, 1998) addresses
many task associated with participation in school activities, which is an ,rea covered on
the DBIQ. Intemal consistency reliability scores ranged from r =.92-.98 for each item.
(Coster, Deeney, Haltiwanger & Haley, 1998) Content validity was conducted and the
measure was found to be comprehensive and relevant. Construct validity studies using
Rasch analysisl multiple regresdion and Item Response Theory (IRT) analyses found the
measure to have Excellent predictive and discriminative power (Coster et el., 1998). IRT
is used to determine if items measure a particuhr lait and the strengttr cif each item to an
tL
I
I
I
I
t:
: :*=-1 :---
I - 
' 
'i + Adolescents in Caregiving Homes 35
underlying con6tmct lstark, Chernyshenko, Chuah, Lee, & Wadlington, 2001). The RTI-
2 measures many instrumental activities of daily living (IADL) skills such as shopping
and laundry (Allen, Earhart, & Blue, 1992). The original RTI was found to have high
intemal consistency reliability (r: .9\ (Allen et al, 1992).
The review by professionals in the field ofthe questions regarding the FCR and
FCPA did not lead to any major changes to the question. Mhor changes that were made
pertained to wording and general clarity issues.
Parent-Adoles cent Communication Scale (PACS)
Quality of communication with both parents was measured using the Parent-
Adolescent Communication Scale (see Appendix G) (Bames & Olson, 1986). The
instrument is divided into open family communication and problems in family
communication. It was piloted on high school and college students with a majority
between 16 and 20 years old. Construct validity was found through the use ofFactor
Analysis. Factor Analysis values for open family communication range from .48 to .71
and range from.26 to .60 for problems in family communication. Intemal consistency
reliability was measured using Cronbach's Alpha. Alpha values of .87 for Open Family
Communication, .78 for Problems in Family Communication and.88 for the total scale
were found @ames & Olson, n.d.).
Quality of Social Functioning Scale (QOSF)
The adolescent's opportunities to engage in social occupations were measured by
the Quality of Social Functioning Scale (see Appendix H) (Hayes, Vo6le, Allaire, Jones
& Blair, 1999). The questions are answered according to a fiequency ofparticipation
scale. On this scale, a score of I indicates a participation ofhardly ever or never while a
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score of 6 indicates participation almost everyday. This measure yields three different
scores: how frequently the person does specific social activities, how frequently the
person would like to do each activity and the difference between these two areas (the
QOSF Index). Hayes et al. (1999) determined reliability and validity for the measure
using 50 adolescents (25 females and 25 males) ranging in age froftr 11-21 years with
various disabilities including Spina Bifida, Amputation, and Cerebral Palsy. Correlation
coellicients between the QOSF Index and age, gender, and individual social and
emotional health were presented. Significant relationships were found between the QOSF
Index and age (r.37, p<.01), the QOSF Index and how adolescents compared their social
life to others their age (r:.34. p<.05) and between how adolescents compared their
current outlook on life with their outlook on life a year ago (r : .35, p <.05) (Hayes et al,
1999). No significant relationship was found between the QOSF Index and gender or
emotional well-being. According to Hayes et al (1999), intemal consistency reliability
was measured through the use ofCronbach's Alpha coefficients. Coefficients were
calculated for all three parts of the measure. The coelficient for the frequency of
t
participation was found to be .79 and the coeffrcient for the desire to engage in
occupations was J8. The coefficient.for the index was .82 (Hayes et al, 1999).
Procedures
Packets were assembled which included the recruifinent statement, the survey
questions, a letter describing the study (see Appendix I), informed consent forms (see
Appenldix J and K) and a pre-addressed postage-paid envelope.
For participants recruited through formal caregiving agencies (by way ofphone
call, listserve or email), packets were mailed or delivered to a contact person. ln order to
t
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maintain confidentiality, packets were sealed in stamped envelopes and the contact
person was responsible for addressing the envelopes and mailing them. Participants who
contacted the primary researcher supplied the primary researcher with a mailing address
and survey packets were mailed directly to the person.
Data Analysis
I
t
D es criptiv e St atis ti cs
Descriptive Statistics (i.e. frequencies, means, minimums and maximums and standard
deviations) were used to describe select aspects ofthe data. i
Correlational Statistics I
I
Correlations were used to answer the research questions. One correlation investigatdd if,
among adolescents living in homes providing care for an individual with disabilities,l
{
there is a relationship between the adolescent's communication with parents and the I
I
Frequency ofCare Required (FCR) as well as the Frequency of Care Provided by the'
Adolescent (FCPA). Another correlation examined if, among adolescents living in 
,
homes providing care for an individual with disabilities, there is a relationship U.t*..fn
the adolescent's engagement in social occupations and the FCR and the FCPA. i
I
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CHAPTER4
Manuscript
Literature Review
ln 1997,there were over 4.9 million people living in the United States who
required additional care with Activities of Daily Living (McNeil,200l). These people
often live with and are cared for by family members, who may be sigrificantly affected
by the experience of caregiving. occupational therapists (oTs) are among those involved
in providing services to individuals who are disabled or elderly whose basic needs are
met within family homes. However, there is evidence that OTs may not be addressing
the impact that caregiving has on the family as a whole. Actually, there is evidence that
the addition of OT involvement in the home is more of a burden than a benefit to such
families (clark, corcoran & Gitlin, 1995; Gitlin, corcoran & Leinmiller-Eckhardt, 1995).
Adolescents are frequently memtiers of these families. Fifty-four percent of
long-term caregivers are under the age of45, and may have adolescent children living
with them (Henry J. Kaiser Family Foundation, Harvard School of Public Health, United
Hospital Fund of New York & Visiting Nurse Service of New York, 2002). In addition,
adolescents may live with siblings who have disabilities. Because adolescence is a time
of great turmoil due to physical and psychosocial changes that occur during this phase of
life, living in a family that provides special care to other family members may present
particular challenges to adolescent development.
Adolescent Psychosocial Development
The development ofpsychosocial skills is a pivotal aspect of growth during
adolescence. Erikson provided a mod6l ofpsychosocial development that identified eight
I
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stagesj each of fvhich culminates in the mastery ofa psychosocial trait (Erikson, 1980).
Within-Erikson's mod6l, each preceding stage must be mastered in order to advance to
the following stage. Adolescents may be in the frnal phase of the Industry versus
Inferiority stage, which is experienced between six years of age until near puberty. Most
of the adolestent population is ii the Identity versus Identity Diffirsion stage, which
covers the time from puberty to young adulthood. In addition, some older adolescents
may be at the beginning of the Intimacy and Distantiation versus Self-Absorption stage,
which is the primary stage for young adulthood. Erikson (1980) states that a Pe$on's self
esteem consistently grows as each successive stage is mastered. In the adolescent phase
oflife, positive communication with parents and engagement in social occupations are
extremely important methods for an adolescent to gain a sense ofpositive
encouragement.
According to Erikson (1980), individuals within the Industry versus lnferiority
stage ofpsychosocial development are concemed with learning how to engage in
activities and how to interact with others. This stage includes dissatisfaction with oneself
if one does not feel useful, and a sense of industry, which occurs when a child believes
that he or she is able to make a worthwhile contribution. Once a person has developed a
sense of industry, the Identity versus Identity Diffirsion stage begins; this is the major
phase for adolescence (Erikson, 1980). According to Erikson, an adolescent explores
him orherselfas a person and realizes that it is acceptable to be different and to approach
tasks in a different manner than other people during this stage. Success in this process
leads to the formation of an ego identity (Erikson, 1980). Erikson (19g0) states that an
adolescent's ego is created based on combinirg various forms of identity and that true
-?-
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identity develops only from honest and consistent feedback regarding achievements from
people who are meaningful to the individual (Erikson, 1980). In addition, according to
Sullivan (1953), a person's identity results fiom interpersonal interactions. The exposure
necessary for formation ofan ego identity, including receiving honest feedback and
engaging in interpersonal interactions, is likely to be experienced through socialization
opportunities, which could result from parental communication oi socialization with
peers. once a sense of identity has been gained, older adolescents and young adults enter
into the third stage ofErikson's model. This stage is concerned with the challenge of
Intimacy and Distantiation versus Self-Absorption. Erikson includes a general sense of
"giving" in his definition of Intimacy as well as a sense ofcloseness.
The quality and quantity of communication with parents as well as the
engagement in social occupations are pivotal towards successful completion ofthose
Erikson stages that occur during the adolescent years. The type ofsocial occupations
engaged in as well asthe importance of interacting with peers changes during the
adolescent time frame dnd leads to the development of a healthy early adulthood.
The Impact of Family Dynamics
Hamill (1994) states that faniilies natirally encounter stess during the
developmental changes associated with adolescence. However, those families who are
better able to openly communicate tend to adapt to the changes more positively. The
importance of communication is stressed within the Circumplex Model (Olson, 2000).
This model states that a family that possesses a balance between cohesion (emotional
bonding within a family) and flexibility (the balance between flexibility and change) will
tend to be the most functional. This balance is moderated through family communication.
I
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Caregiving Benefits and Burdens
. Benefits and burdens can emerge within a family that is caring for individuals
who are disabled. Research regarding family caregiving in the United States has found
that providing care can increase a person's sense of satisfaction and lead to a greater
sense ofunderstanding ofdisabilities @runcho, Peters & Burant, 1995; Beach, 1997). On
the other hand, caregiving burdens are often related to the relationship ofthe care
recipient (a son or daughter versus a sibling or parent) or the type ofdisability the person
has that require additional care'
BeneJits of Caregiving
Participating in the caregiving role may serve to provide experiences important
for movement through Erikson's stages ofadolescence. For example, it is likely that a
positive experience providing care to a family member would provide the necessary
reward to aid a younger adolescent in gaining a sense of industry. In addition, since
Erikson (1980) states that intimacy includes a sense of giving, caring for a family
member may provide this necessary component of intimacy for older adolescents.
In a study by Hamill (1994), the quality of communication between parents and
+ adolescents in American families in which care is provided to a grandparent was
!
addressed using the Parent-Adolescent Communication Scale (Bames & Olson, 1986).
Adolescents who had greater psychological autonoiny felt they had better communication
I
1
with their parents (Hamill, 1994). It is quite possible that the increased psychological
autonomy reported by adolescents who experienced open communication with parents
developed from the caregiving experience. This may occur since involvement in a
r.
I
' 
=! = = -_- r--:-!-+?
----."T-
Adolescents in Caregiving Homes 48
t
caregiving situation may necedsitate an adolescent to think more independently based on
the need to rfiake care decisions.
Pruncho et al (1995) examined the effects of caregiving in American ?amilies'
They concluded that children (aged 1l-33) reported greater caregiving satisfaction and a
higher positive affect than parents. This positive finding ofPruncho et al's study may be
explained if the adolescent viewed the care recipient as an additional person to interact
with socially or as a source of support.
A study conducted by Beach (1997) specifically explored the impact of
caregiving on adolescent relationships in American families caring for a relative with
Alzheimer's Disease. Adolescents demonstrated a greater understanding ofolder adults
as a result of the caregiving role. caregiving also provided a positive influence on family
relationships; in particular, Beach (1997) found that adolescents involved in caregiving
relationships spent more time with siblings. Adolescents in caregiving roles were seen to
have open dialogue with their mothers regarding care plans and important decision-
making @each, 1997). According to Beach (1997), instead of using negative coping
strategies, such as withdrawing from the situation, adolescents reported managing the
conflict more directly.
Burdew of Caregiving
As mentioned above, burdens ofcaregiving are often associated with the
relationship of the care recipient to the caregiver. For example, siblings of the care
recipient are likely to have different experiences and reactions than a parent of the care
recipient. In addition, individual types ofdisabilities may lead to very different burdens.
Ii
i
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caregivers for family members who are elderly are faced with complications that a
caregiver for a person with a traumatic brain injury may never experience'
I
I In g.n".rl, Hamill (1994) determined that American mothers in careliving{
flmilies who were more stressed by the caregiving role had poorer communication with
it
aholescent children. Hamill hypothesized that this relationship could be due to the
I
increased amount of energy spent on the caregiving role or the fact that the stress of
caregiving caused the mother to leave the house more often, which would lead to
decreased availability for the adolescent.
Huston (1990) discusses ways in which caring for an elderly parent is much
different than caring for a child. According to Huston, determining when a parent is
going to require care is often unpredictable. In addition, elderly care recipients become
increasingly dependent as opposed to children who become increasingly independent
(Huston, I 990). Therefore, it may become difficult for caregivers to feel they are
successful when the needs ofthe care recipient are increasing.
sdnders, High, Hanney and Sherer (1997) indicate factors that are most predictive
of emotional dishess in response to caring for a person with a trirumatic brain injury.
Overall, the best predictors of decreased emotional dishess were found to be the gender
of the caregiver (females report less dishess), a higher level of patient functioning,
decreased subjective burden, greater satisfaction with social support and increased time
since the injury (Sander et al., 1997).
In an American study, McAndrew (1976) determined that seventy-five percent of
siblings over the age ofseven with brothers or sisters who had Spina Bifida or Cerebral
Palsy provided care in areas such as dressing, feeding, toileting and supervising. Nelson,
E_: 
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Ruch, Jackson, Bloom and Part (1992; studied Canadian families that included an
ddolescent sibling with zi disability as well as an adolescent sibling who did not have a
I
disability. Nelson et al. determined that families tend to seem skeptical that their
I
aholescent child would be able to live independently without constant family support,
I
dhich could lead to families providing more care to the adolescent than may actually be
necessary. The study by Nelson et al. (1992) also found sigrs ofjealousy on the part of
typically developing siblings due to the additional time and attention that parents spent on
the sibling with a disability. In addition, it was noted that the adolescent without a
disability had a greater amount of responsibility within the family than is typical during
I
the adolescent stage of life (Nelson et al., 1992).
The Role of OT in Family Caregiving
Based on research findings, occupational therapy involvement in providing
assistance to families who care for an elderly relative is not particularly common. In
addition, several articles discuss the possibility of additional intervention in the home
I
inrcreasing the level ofshess instead ofproviding a solution to decrease burden (Clark,
I
C6rcoran & Gitlin, 1995; Gitlin, Corcoran & Leinmiller-Eckhardt, 1995). Clark et al.
(1995) conducted an exploratory study to investigate the types of interactions that result
between family caregivers and occupational therapists in home health care. Occupational
therapists were found to use intervention techniques which were not client-centered such
as those focused on directing and informing clients and their family members. This
I
indicates that therapists were not directly involving the client and the client's family in
decisions related to the client's treatrnent. This therefore increases the possibility that the
concerns and goals ofthe client and his or her family were not being directly addressed.
t-,:- 
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In a study by Gitlin and Corcoran (1992), home intervention strategies for
es providing care for clients with dementia were explored. The authors state thatfamilies l l red''l'I
niany of the behaviors common in dementia can be controlled or reduced by changing the
I
srirrounding environment, which in turn lowers the environmental demands for the care
I
I
recipients (Gitlin & Corcoran, 1992). The proposed treatment strategy involves three
I
home visits, which serve as a collaboration between the OT and the caregiver. The OT
provides sripport and education regarding dementia including the availability of support
groups (Gitlin & Corcoran, 1992). During times of support, the OT could provide indirect
assistance to involved adolescents by outlining an adolescent's need for parental
i
involvement and support opportunities for involved adolescents.
Family Cenlered Care
The acknowledgment that caregiving has a tremendous impact on the family as a whole
necessitates the use of a framework that supports family intervention. It is very common
for Early Intervention (services provided to children between birth and three years old) to
I
be(associated with a Family Centered Care (FCC) philosophy. Although this is a very
I
t.
spLcific area ofcare, the components ofFCC could be encompassed into all home care
services. Key aspects ofFCC according to Shelton and Stepanek (1994) include honest
and coritinuous information exchange between the family and professionals. In addition,
family coping strategies must be recognized and addressed and the proper emotional,
developmental, environmental and financial supports must be provided (Shelton &
Stepanek, 1994). Shelton and Stepanek (1994) stress the importance of encouraging
family-to-family interactions and maintaining a strong support network. Lastly, the
Ia
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person receiviirg care must be first and foremost looked at as a person and not simply as
someone needing servicls (Shelton & Stepanek, 1994).
Although family-centered care began in response to government mandates for
pediatric care, inany sources acknowledge the appropriateness of the philosophy in other
domains. Many ofthe key principles ofFCC such as general collaboration, respect for the
famity, taking the entire family into account during care and evaluating and encouraging
coping strategies are extremely applicable across all professional caregiving domains.
patient centered care is a term that has been used to describe beliefthat the
patient's concems and goals are of the utmost importance in treatment. The components
ofboth family centered care and patient centered care are based in many of the same
principles. A group ofhospital administrators and experts in the field of family centered
and as well as patient centered care have presented an online fact sheet concemed with
efforts to increase the use ofprinciples associated with these philosophies
@.Accordingtothesite,bothfamilycenteredcareald
patient centered care focus on families and clients working together with professionals to
plan, carry out and evaluate health care programs. An increase in family resource centers
is described on the page, which allows families to become better educated on various
disabilities. In addition, the site describes the impo(ance ofcaregiver support groups.
Such sources of support provide avenues for family members to voice concems have a
more integral pad in the collaboration ofservices for the care recipient, which is the
backbone of family centered care.
As the literature suggests, caregiving could result in both benefits as well as
burdens in the area ofpsychosocial development for involved adolescents. The role of
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communicationivith parents and opportunitiei fof social occupations are pivotal for
successful psychosocial development. Occupational therapists are aware ofboth the
psychosocial netds oftypically develbping adolescents and the fact that caregiving could
affect positive psychosocial outcomes for adolescents. Since current research focuses on
the experiences of primary caregivers, it is unclear whether the presence ofcaregiving in
a home and the direct involvement ofan adolescent in caregiving have a positive or
negative impact on involved adolescents.
Methodologt
This study was designed to answer two research questions. First, among
adolescents living in homes providing care for an individual with disabilities, is an
adolescent's communication with parents related to the frequency ofcare the care
recipient requires and to the frequency ofcare that is provided by the adolescent? Second,
is an adolescent's engagenient in social occupations related to the frequency of care the
care recipient requires and to the frequency ofcare that is provided by the adolescent?
Eligible participants included adolescents between the ages of twelve and nventy.
The age criteria was based on the Parent-Adolescent Communication scale which was
used in this study. In the desigr of this measure, the questions were written to be readable
by a twelve year old and norms were established for adolescents up to age twenty.
Adolescents had to be living in a family providing various degrees of care to a person in
the home who was elderly or had a disability. This person must have needed either more
care than would have been typical for their age in the case ofchildren or not able to live
independently in the case ofadults. Thirty adolescents responded to the survey and
contributed to the results of this study.
rF
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This study used a survey made up ofthree different measures. The first set
(Demographic and Backgrolund Information Questionnaire) (DBIQ) asked demographic
questions for-the adolescent and the perscin receiving care as well as background
information regarding the Frequency ofcare Required (FCR) and the Frequencj' of care
provided by the Adolescent (FCPA). On these two sets of questions, the frequency of
care is based on a five-point scale. A response of I indicates "never" and a response of5
indicates,,all the time". The frequency ofcare questions were compared to various
published instnrments that measure areas ofneed such as the Funclional Independence
Measure fflM) (llDSMR ,1997), School Function Assessment (SI7) (Therapy Skill
Builders, 1998), and Routine Task Inventory (RTI) (Allen' Earhart & Blue, 1992) to
ascertain content validity. The last section ofthe DBIQ asks the adolescent to rank their
satisfaction with the caregiving situation based on three statements. All the questions on
the DBIQ are short fill-in-the-blank, multiple choice, or based on a 5-point Likert scale.
Tlte Parent-Adolescent Communication Scale @arnes & Olson, 1986) explores
the quality and quantity of communication the adolescent felt they had with both their
mother and father. Questions are answered according to a five point Likert scale with
higher scores relating to more open and positive communication. The scale is based on a
total possible score of 100 with a score of 100 indicating the highest value ofpositive and
open communication. It was piloted on high school and college students with a majority
between 16 and 20 years old. Construct validity was found through the use ofFactor
Analysis. Factor Analysis values for open family communication range from .48 to .71
and range from .26 to .60 for problems in family communication. lnternal consistency
reliability was measured using Cronbach's Alpha. Alpha values of .87 for Open Family
Adolescents in Caregiving Homes 55
communication, .78 for Problems in Family'communication and .88 for the total scale
were found (Bames & Olson, n.d.)'
The ttiird part of the survey was the Quality of Social Functioning Scale Qlayes,
Vogtle, Allaire, Jones & Blair, 1999) which examined how frequently the adolescent
participated in'various leisure activities as well as how frequently the adolescent would
like to participate in these same activities. The difference between these two values is
then determined to produce the quality of social functioning index (QosF Index). The
questions are answered according to a frequency ofparticipation scale. On this scale, a
score of I indicates a participation of "hardly ever or never" while a score of 6 indicates
participation "almost everyday". This measure was tested on a group of adolescents with
various disabilities including Spina Bifida, Amputation, and Cerebral Palsy and has been
found to have construct validity as well as high intemal consistency reliability'
once the Ithaca college All college Review Board for Human Subjects Research
approved the project, participants were recruited in two ways. First, the primary
researcher contacted caregiving agencies who provided the primary researcher with an
approximate number ofpotential participants. The primary researcher then supplied the
agencies with survey packets in stuffed and stamped envelopes to be mailed out. The
survey packets included the survey questions, a letter describing the study, informed
consent forms and an addressed postage-paid envelope. Second, participants were able to
contact the primary researcher directly through recruitrnent flyers that were posted in
areas that potential subjects might gather, and messages were posted on various listserves
for cziregivers. ln this case, the participant provided the primary researcher with a name
and address and a survey packet was mailed directly to the person'
If - .
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The data from this survey was analyzed in two distinct ways. Descriptive statistics
were used to explore the demographic information while the rdsearch questions were
answered by way ofPearson Product Moment Correlation.
Results
Participants
There were 30 adolescents who participated in this study, including 10 males
(ranging in age from 12 to 20; mean age 14.5), and 20 females (ranging in age from 12 to
20; mean age 15).
Care Recipients
For purposes of analysis, care recipients were divided into children and adults
with a child defined as under the age of twenty. There were 6 adult recipients of care,
ranging in age from 23 to 87 years of age (M : 66), and 24 children ranging in age from
7to 19 years of age (M= 12). Frequency of care required by the care recipient is based on
a scale from l-5 with a score of 1 indicating "never requiring care" and a score of5
indicating .,requires care all the time". The overall mean frequency ofcare required by all
recipients ofcare was 3.41. The children had a mean frequency ofcare of 3.42 and the
adults had a frequency of3.38. This difference in care required between children and
adults was not significant (t (30) = .093,p = .93). The frequency ofcare required by the
caie recipieht and,the frequency ofcare provided to the care recipient by the adolescent
are presentld in Table l Care recipients required the most care with bathing and
community mobilit!. Adolescents provided the most care in the areas of preparing a
simple meal or helping the care recipient complete work or homework. A significant
I-
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moderate (r = .55, p = .002,) relationship was found between the frequency ofcare
required by the care recipient arid the frequency of care provided by the adolescent.
Care Provision
Adolescent caregivers who participated in the study reported that their mothers
were the primaiy caregivers for 17 ofthb 30 iridividuals requiring care (see Table 2 for all
categories of primary caregivers reported by adolescents). Mothers were the primary
caregivers in 58% of families with chil&en requiring care, andin 67%o of families with
adults requiring care.
Male adolescent participants reported providing less frequency ofcare (M:1.81)
than female part icipanls (M : 2.35). This difference in care was approaching
significance (t (30) = -1.8:, p = .08). The amount ofoutside caregiving assistance used
by the families ranged from no assistance to 38 hours of assistance per week (M = 6.9
hours per week). Respite cale was the most common type of outside assistance with 6 out
of the 30 adolescents reported having respite care for their family member. Adolescents
i .eported positive feelings about caregiving. Information on the participants' reports of
their degree of satisfaction with helping the care recipient, living in a care-providing
family, and family cohesion is presented in Table 3.
Research Queslion I
Among adolescents living in homes providing care to an individual with
disabilities, is the adolescent's communication with parents related to the ftequency of
care the individual requires and the frequency ofcare the adolescent provides?
The adolescents' scores on the Parent-Adolescent Communication Scale @ACS) are
presented in Table 4. The scores for the adolescent's paternal communication falls within
t
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the 73'd percentile and the mean score for the adolescent's maternal communication falls
within the 76th percentile. The difference befween the adolescent's mean communication
with mother and mean communication with father was significant (t (26) = 2'25,p=
.03).
pearson product moment correlations were used to examine the relationship
between adolescent communication with parents and the frequency ofcare. The'mean
Frequency of Care Required (FCR) was negatively correlated with parent-adolescent
communication, while the mean Frequency of care Provided by the Adolescent (FCPA)
yielded small positive correlations with parent-adolescent communication, as indicated in
Table 5.
Research Question 2
Among adolescents living in homes providing care for an individual with
disabilities, is the adolescent's engagement in social occupations related to the frequency
of care the individual requires and the frequency ofcare that is provided to the individual
by the adolescent?
The actual and desired frequencies ofparticipation in the listed activities on the
Quality of social Functioning Scale (QOSF) are presented in Table 6. Adolescents
reported the highest achal frequency ofparticipation and highest desired frequency of
participation for "hanging out with friends". The QOSF lndex is a rating ofthe difference
between how much the person would like to engage in various activities and how often
the person actually engages in each activity. A score of zero indicates no difference and
higher scores indicate a higher discrepancy between these two domains. In this study, ttre
minimum value reported for the QoSF Index was -.56 since one person reported
t'
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engagin! iniaciirities more than desired. The maiimum index value was 2.11 and the
mean value was .7'7 (SD = .57).
In order to answer the second research question, the relationship between actual
frequency ofengagement in social activities and frequency of care was examined. using
Pearson Product Moment Conelations, an inverse relationship of r = ' '12 (p = '09) was
found between the Frequency ofcare Required (FCR) and the adolescent's frequency of
engagement in social occupations. A small negative relationship of r: -'04 was
determined for the relationship between the Frequency ofcare Provided by the
Adolescent (FCPA) and the adolescent's frequency ofengagement in social occupations.
. A moderate positive relationship (= .48, p =.01) was found between the FCR and the
QOSF Index. A small, nonsignificant relationship (r = .13) was found between the
FCPA and the quality of adolescent social functioning (QOSF Index)'
Additional Analysis
The relationship between mean PACS scores and the QoSF Index was explored.
A moderate inverse relationship that approaches significance (r: "33, p: '08) was
found. This may indicate that as palental communication increases, the discrepancy
between how often the adolescent would like to engage in social occupations and how
often the adolescent actually engages in these same occupations would decrease.
The relationships between the PACS scores and participants' rePorts of family
tI
I cohesion were explored. A moderate positive relationship (r : '42, p: '02) was found
. 
between the pACS score and how well the adolescent felt their family worked together to
(, meet the needs of the care recipient (family cohesion). Small, nonsigrificant relationships
I
)
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were found between mean PACS scores and the degree ofhappiness adolescents felt
living in a family providing care and assisting the care recipient.
A relationship of '.32 @=.09) was found between the mean communication
adolescents rep6rted with their parents and the amount ofoutside assistance the familyt,
received. A small nonsignifibant relationship was found between the QoSF lndex and the
amount of outside assistance.
Discussion
Care Rbcipients
The results of this study indicate no sigrificant difference between the frequency
ofcare required by children and adults. Huston (1990) stated that as elderly care
recipients age, levels ofcare tend to increase. Ifa higher percentage of the care recipients
of this study had been elderly, a larger and perhaps signihcant difference may have
resulted between the frequency ofcare required between children and adults.
The sigrificant relationship between the care required by the care recipients and
the care proiided by the adolescent indicate that adolescents become more involved in
cdregiving when there are more requirements ofcare. This finding also provides support
for the high level of family cohesion that was reported since the adolescents are
demonstrating their awareness of the responsibilities of the family by increasing their
involvement in caregiving as needed.
Care Provision
In families including a child requiring additional care, the adolescent's mother
was the primary caregiver in 58olo of cases. Mothers were the primary caregiver in 67Yo
percent of families with an adult requiring care. It is not surprising that mothers assume
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the primary caregiver role most frequently. The idea that females possess an "ethics of
care" has been used frequently in the past to explain why women tend to become
caregivers more frequently than men (Doty, Jackson & Crown, 1998; Heller, Hsieh &
Rowitz, 1997; Kittay, 2001). According to this theory, there is a societal expectation that
women'feel obligated to tend to the needs of family members when necessary' In
addition, Heller et al. (1997) offer several other explanations such as the idea thirt women
have fewer roles and time demands and therefore more time to care for others than is the
case for men. In the case ofthis study, no questions regarding primary caregiver's
employment status or involvement in other tasks were asked, therefore a further
explanation specific to this population cannot be given. In the case of children requiring
care, there may be more ofa tendency to share caregiving responsibilities. For a typically
developing child in American culture, it is typically accepted for both parents to have
equal roles in the child-raising process. It may also be more typical for older siblings to
take part in minor childcare duties (such as brief babysitting), which may have been
int0rpreted by the adolescents as involving the whole family'
The male participants in this study reported providing less care than females,
which is also supported by the "ethic of care" that exists in the American culh[e. If
female adolescents arerraised in :i family in which mothers are providing the majority of
care for a relative, it is quite possible that the adolescent will assume a similar role to her
'r 
.,.
mothei, especially if iti,e-adolelderit fid mother have a close relationship.
l
:
Research, Question l: The relationship
Adolescent Coimunication' ' :
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between Frequency of Care and Parent-
I
The mean scores on the PACS for adolescents in this study are high according to
norms determined by/Barnes and Olson (n.d.). Adolescents reported slightly higher
levels of positive communication with their mothers than with their fathers. Olson,
McCubbin, Barnes, Larsen, tutu*.ri *d Wilson (1983) also determined that adolescents
tend to have more open and positive communication with mothers than with fathers.
More specifically related to ihis srudy, Beach (1997) reported a trend towards
greater communication with parents when caregiving was present in the home. ln her
study, adolescents described having more frequent conversations with their mothers
regarding caregiving decisions as well as dialogue serving as a stress reducer for both the
adolescent and his or her mother. Beach also states that in many cases decisions
pertaining to caregiving issues need immediate attention, thus necessitating frequent
communication within the family. In this study, as the care recipient required more care,
positive and open communication between the adolescent and parents decreased. A
higher and much more significant relationship was found for patemal communication and
mean communication with both parents then for matemal communication. In the study
conducted by Hamill (1994), mothers who were experiencing greater burden related to
caregiving had poorer communication with adolescent children while fathers were
reported to have poorer communication with adolescent children due to personal life
issues. Therefore, according to Hamill (1994), a decrease in father-adolescent
communication was not directly linked to the caregiving situation within the family. In
this study, there is no clear explanation for the decreased father-adolescent
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communication scores, however, these results suggest that other factors may contribute
communication levels with the adolescent's father. Since a negative relationship was
found between the frequency ofcare required and communication with parents, it is
probable that the high communication scores were more related to overall successful
family functioning status then to the presence of caregiving.
Findings from the current study suggest that communication with parents is
affected very little by the frequency ofcare provided by the adolescent family members.
As a mattei offact, the relationship between these variables was positive, although very
small.' This may indicate that as adolescents provide more care, the communication
adolescents experience with both parents is more open and positive. Based on this
finding, it appears that adolescents providing care has a moderating effect on the
adolescent's communication with both parents. It is possible that positive communication
increases as a result of the adolescent being in closer proximiry to the primary caregiver
thus facilitating a greater amount of time and more opportunities for communication. In
addition, when adolescents are involved in cregiving, they may engage in more open
communication with the primary caregiver (one or both of the adolescent's parents) in
order to have an influence on caregiving decisions and to provide a higher quality ofcare.
According to Beach (1997), when adolescents had a role in providing care, the primary
caregiver frequently offered the adolescent sincere appreciation for their caregiving
contribution, which would qualiff as a source of positive communication.
Adolescents in Caregiving Homes 64
Research Question 2: The relationship between Frequency of Care and Quality of Social
a
Funclioning.. J t i'
The moderate positive relationship (r = .50) between the FCR and the Quality of
Social Functioning (QOSF) Index indicates that adolescents have an increased
discrepancy in social functioning when care requirements for a family member increase.
1'
This decrease in the quality ofsocial functioning may be due to several factors. It is
possible that when family members remain at home providing care, adolescents have
feelings of guilt when socializing with friends. This may cause an adolescent to also
remain at home instead ofengaging in social activities. It is also possible that parents
involved in caregiving do not have the time or resources to arrange and support
socialization opportunities for adolescents. Beach (1997) determined that adolescents in
families who provide care spend an increased amount of time with siblings. Therefore, it
is possible that adolescents who responded to this study were experiencing socialization
opportunities with bothers or sisters. such a situation would not be revealed in this study
since the questions were more geared towards activities with friends. Since adolescents
reported high levels of satisfaction with their family functioning, it is also possible that
social engagement needs may have predominantly been met within the family.
When adolescents provided care, there was close to no impact on the adolescent's
frequency ofengagement in social occupations, thus indicating that the adolescent's
ability to socialize is not limited by providing care. In the study conducted by Beach
(1997), older siblings ofadolescents involved in caregiving were formd to retum home
often in order to assist in caregiving responsibilities and adolescents reported spending
increased time with siblings at home as a result of the presence of caregiving' It is
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possible that adolescents in the present study also had frequent contact with siblings who
assisted with caregiving and provided opportunities for social activities. In addition,
based on the high satisfaction scores reported by adolescents in this study, parents may
have been more aware ofthe social needs of their adolescent children and provided
sufficient opportunities for socialization. In addition, it is possible that there were other
activities than those listed on the survey in which adolescents were not able to participate'
The small positive relationdhip found between FCPA and the adolescent's QOSF
Index also suggests that when adolescents are providing care, they have decreased
satisfaction with the frequency oftheir social occupations. However, the caregiving
impact is less than is the case when adolescents are not directly involved in the
caregiving. These results once again demonstrate the moderating effect that appears to
occur when adolescents are providing care.
Addifional Analysis: The relationship between Parent-Adolescent Communication and
Quality of Social Functioning
The results of this study indicate that adolescents have a tendency to be happier
with their social occupations when communication with parents is positive and open. It is
possible that parents who have more open communication with adolescents are more
trusting and thus allow the adolescent to interact with peers more frequently. It may seem
likely that the presence ofoutside caregiving assistance (such as respite care or relatives)
would facilitate increased opportunities for an adolescent to communicate with parents
and pursue leisure interests, however, the results indicate that such forms of assistance in
the home do not positively affect an adolescent's communication with parents or
engagement in social occupations.
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Several studies have also reported adolescents experiencing high levels of
caregiving satisfaction, thus supporting the findings of this study. (Beach, 1997; Pruncho
et al, 1995; Pruncho et al, 1997). In addition, in the study conducted by Beach (1997),
730/o of participants felt that caregiving had a positive influence on their family' This
included adolescents reporting more time spent with siblings. The direct relationship
found between parental communication and how well the adolescent's family works
together is supported by the circumplex Model (olson, 2000). According to this model,
optimal levels of adaptability and cohesion within a family are achieved through open
and positive communication (Olson, 2000). In addition, the Henry J' Kaiser Family
Foundation et al (2002) states that 7loA of long{erm caregivers experienced increased
positive relationships with the care recipient and 887o ofcaregivers commented on the
value ofbeing told they are appreciated. Both ofthese findings support the positive
aspects of caregiving reported in this study.
Conclusion
Adolescenceisatimeofgreatchange,bothphysicallyandsocially.Inorderfor
such social development to take place, adequate support and opportunities for exploration
must be present. Research has suggested that open parental communication conbibutes to
positive family dynamics, which can in tum allow for more attention to be devoted to the
needs ofeach family member, including adolescents. A key method used by adolescents
to develop a strong sense ofself involves interacting with peers which is even more
possible when such opportunities are encouiaged by family members. According to this
study, adolescents who are members of families providing care to a relative experience
both positive and negative impacts of the situation. Adolescents ieport high satisfaction
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with the caregiving situation, howev6r,-family requirements for caregiving were linked to
decreased communication with parents and oppornrnities for socialization. The burdens
related to parent-adolescent communication and engagement in social activities are
however, less when the adolescent is personally providing care. Several factors may
explain this finding, such as increased ciplortunities to communicate with parents due to
the need to interact more frequently to ad&ess the needs of the care recipient or an
overall increased sense of family cohesion when the adolescent is more directly involved
in caregiving.
Limitations
The greatest limitation of this study is the small sample size, which in tum limits
the significance and generalizability of the results. Since the participants of the study did
not have direct ties with many of the recruitment contacts, it was difficult to identiff
potential participants. As a result of recruitrnent diffrculties, the inclusion criteria for
adolescents were broadened from living in families providing care to older adults to
include family caregiving for either a child or adult. However, there are fundamental
differences in the type of care required by these two populations as well as differences in
family dynamics. For example, in the case of a family providing care to a child, the child
has likely been within the family since birth. However, in the case of an elderly
grandparent receiving care in a family, it is much more likely that the family functioned
as a unit befoie the older person moved in with the family, which would have the
potential to lead to both spatial and social changes within the household. Another
potential limitation is that responding adolescents may have been different from those
adolescents who either chose not to respond or did not receive information about the
_ rE__:__ 
' 
_
I
J
I
I
I
Adolescents in Caregiving Homes 68
study. For example those adolescents who responded may have had fewer caregiving
responsibilities and therefore had more tiine to respond to the study. In addition' since
adoleicents in the study were part of families who either belonged to support groups or
received care from a caregiving agency, some sources ofcaregiving burden may have
been lessened as a result. As far as interpreting the data of this study, since norms were
not available for the QoSF, score comparisons could not be made. A further limitation to
this study is that only relationships among variables could be examined. Data were not
collected from adolescents whose families were not engaged in caregiving, thereby
making it impossible to compare parental communication and socialization across two
groups ofadolescents. Lastly, adolescents may not have known the answers to all the
demographic and background information. Since participants were encouraged to
complete the survey in a location where privacy could be ensured, adolescents may not
have wanted to ask for clarification ifneeded.
Future Research
If this study were to be replicated, it would be extremely beneflcial to increase the
sample size. This would lead to a greater level of significance as well as allowing
relationships to be explored between caregiving effects and adolescents at diffeient ages
or within different phases of Erikson's stages ofpsychosocial development. In addition,
limiting the study to include adolescents who are a part of a family caring for either a
child or an adult would provide the opportunity to further explore caregiving effects
specific to the two different age groups. An increase in the sample size would also allow
for more in-depth exploration of the differences in responses between male and female
adolescents. As far as the accuracy of information is concemed, it would be beneficial in
I
I
I
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the future to add a i€ntence in the instructional letter encouraging participants to ask for
clarification when unsure of an answer.
With regards to additional research emerging from this study, it would be
extremely interesting to further investigat_e why positive parental communication and
quality of social functioning increased when the adolescent had greater caregiving
responsibilities. This could be accomplishcd by rtlsigning additional questions that
looked more specifically at the topics that adolescents most frequently discussed with
parent as well as asking questions about more precise social occupations or adding a
question directly asking if the adolescent felt their socialization opportunities were
positively or negatively effected by their living situation. In addition, it would be
beneficial to have a sample ofadolescents who were not a part of a family providing care
complete the survey. This would provide comparable data on the PACS and QOSF'
which would allow the data to be interpreted further. In addition, since the norms for the
eOSF are based on adolescents with varying disabilities, additional research into the
QOSF with adolescents without disabilities would broaden the usefulness of the measure.
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Table I
Frequency of Care Required by the Care Recipient
Areas of Care Mean 
Frequency of Care Mean Frequency of Care Provided
Required by the Adolescent
Eating
Toileting
Dressing
Bathing
Pieparing a Simple
Meal
Grooming
Chores
Home Mobility
Community Mobility
Taking Medications
Completing
Work/Ilomework Tasks
Remaining Safe
afrrr. The fi"qrrency of Care Required (FCR) and Frequency of Care Provided by the Care (FCPA) are
based on a s-point scale with a score of I indicating "never" and a score of5 indicating "all the time"
2.47
3.20
3.40
3.80
3.00
3.57
3.57
2.40
4.10
3.53
3.00
3.57
1.93
1.63
2.07
1.93
2.43
1.83
2.00
2.00
2.80
1.93
2.47
3.00
I
--
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Table 2
Primary Caregivers as Identified by Participants
primarycaregivers .'#hil1r"31$"' *iaH[t*]'
Mother t4
Father I
Mother and Father 6
Father and another person 
. I(not specified)
Whole Family 2
Adolescent and Sibling 0
Adolescent and Mother I
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Minimum Maximum t*, ;:T:ff*
Table 3
Happy Helping Care ReciPient
Happy Living in Care-Providing Home
Happy with Family Cohesion
4.27 .83
3.93 t.t1
4.32 .91
of I indicating "stongly disagree" and a
score of 5 indicating "strongly agree"
t
__ 
: 
=- 
L___-.---.:-
30
30
30
2
)
2
5
5
5
I
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rible t
Parent-Adolescent Communication Scale Scores
N Minimum Maximum Mean B'#$frS.
Sum Mother
Communication
Sum Father
Communication
Mean Parental
Communication
28 36.00
j
28 39.00
30
96.00 71.00 16.30
93.00 6s.90 16.4s
- 68.80 14.62
ihei father' In
these cases, mean communication is the mean score for that parent, v/hereas in all other cases, this value represents
the mean of communication with mother ind father.
Scores are based on a 1o0-point scale with higher scores iridicating increasing op€n and positive communication
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Table 5
Relationship between Parentj Adolescent Communication and Frequency ofCare Required
(FCR) and Frequency of Care Provided by the Adolescent (FCPA)
FCP FCPA
Communication with Mother -.23
Communication with Father -.47**
Communication with Parents -.38*
.08
.10
.07
Note. The values in this table reliresent the ffean value! for Frequency ofcare Required, Frequency ofcare
Providecl by the Adolescent and scores for communication with Mother, Fathel, and?afents combT"d T:
,.Communication ,ivith parents" indicates the average communication between the adolescent's mother and father. In
cases where the adolescent only reported answers for a motlter or father, the score representS the adolescent's
communication with the single parent.
*p <.QJ. **p = .01
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Table 6
ofParti in Activities on the ity of Social
Actual Frequency of
Participation
Scale
Desired Frequency of
Participation
'I.f Mean
Standard StandardMeanDevratron lrevlatlon
i
Go to Movies or Parties
Go Shopping
Go Out to Dinner
Participate in Recreational Activities 30
Participate in Social Activities 30
Hang out with Friends 29
Visit Friends at their House
Have Friends over to your house
Use the Computer/Intemet
Means of Scale
30
30
30
2.90
4.10
2.67
3.60
4.13
4.t7
3.93
1.93
4.t3
3.73
1.27
t.32
1.30
1.87
1.68
t.73
1.68
1.62
2.32
l.0l
3.83
4.00
4.s3
4.s0
s.t4
4.73
4.47
4.90
4.50
1.31
1.67
1.54
1.57
1.25
1.28
1.46
1.60
.84
4.43 1.07
30
30
30
30
@calefroml-6witlrlindicating..hardlyeverornever''andascoreof
6 indicating "almost everydaY"
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APPENDIX A: HUMAN SUBJECTS PROPOSAI
AIL COLLEGE REVIEW BOARD
FOR
HUMAN SIJBJECTS RESEARCH
Abstract: (Limited to space provided) Adolescents have unique social needs that may be
compromiied when they are involved in a caregiving role for a family member at home who is
eldeily or has a disability (including a significant cogritive, physical, emotionaVbehavioral or
health-related'imDairment). In particular, it is-crucial that adolescents have adequate social
opportunities and the ability to have open and frequent communication with parents. Although
research has been conducted on the burden ofcare on primary caregivers, few studies have
explored the effects ofcaregiving on adolescents who may live in homes where such care is
provided. The purpose of this study is to investigate how living in a family in which a person is
Llderly or has a disability receives family-based care affects an adolescent's engagement in
sociaioccupations as *ell as the quality and amount of communication with parents. Subjects for
this study;iu be adolescents (ages 12 to 20) who live in a family providing care. Subjects will
be recruircd through area Oflices for the Aging, church groups or other organizatioiTs in the
community. Data ;ill be gathered through three short anonymous surveys. Data colleition will
begin in early December. Subjects will be mailed the surveys and asked to retum the surveys to
the researcher in enclosed pre-addressed, stamped envelopes'
: November 2002 to November 2003
Jennifer Carole Dennis
Print or Type Name of Principal Investigator and Faculty Advisor
Signature (Use Blue Ink) Principal Investigator and Faculty Advisor
Telephone N/A - 539-6708
Campus . 7 - ,Home
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ALL.COLLEGE REVIEW BOARD
FOR
HUMAN SUBJECTS RESEARCH
CHECKLIST
Proiect Title: Adolescents in Caregiving Homes
Investigator HSR Use
Use Onlv Items for Checklist
1. General Information
2. Related experience of investigator(s)
,.
5. Description of sub|ge!-pgI!g!E!!q
6. Description of ethical issues/risks of participation
nr,u,r*
will be maintained
9. DebriefineStatement
I 0.Compensatorv follow-uo
uitment Statement
13. Appendix C- Debriefins Statement
14. Apoendix D- Survev Instruments
15. Appendix E- Glossarv to questionnaires. etc.
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Human Subjects Proposal
1 General Information about the Study
a) Funding: Funding for this project is expected to be minimal. The primary
researcher will provide any necessary money with minimal contributions from the
Graduate research budget of the Occupational Therapy department.
b) Location: The surveys being used in this study can be completed wherever is most
comfortable for the adolescent.
c) Time Period: Data collection will begin in early December 2002 and be
completed by the beginning ofFebruary 2003. Data will be analyzed from
February 2003-until March 2003.
d) Expected Outcomes: This study is a component of a Masters Degree program in
Occupational Therapy. Results of the study will be shared during a presentation
to students, families of students, and faculty members' In addition, a formal
thesis will be written in manuscript format to facilitate publication if warranted.
2. Related Experience of the Researcher(s)
Jennifer Iglthaler has received a Bachelor's Degree in occupational science and is
currently pursuirg 
"' 
M5tt.t. Degree in Occupational Therapy. She has successfully completed
coursework in Biostatistics as well as Research Methods. In addition, she has personal
experience relating to the subject matter.
Dr. Dennis has worked clinically with children of all ages for over 20 years. She has
taught research methods courses to graduate and undergraduate occupational therapy students,
haJsupervised eight graduate theses, and has taught two gfoup research classes where data has
been collected, arralyzed, and reported.
3. Benefits of the StudY
Adolescent subjects may benefit from this study since they will become more aware of
the activities they pursue during a day. This is particularly important related to socially engaging
occupations, which are vital to successful development. One of the questionnaires that will be
administered looks at the actual frequency in which various leisure occupations are pursued and
makes a comparison to how often the adolescent would like to engage in the same occupation.
This measure will provide the person with additional ideas for leisure activities. In addition,
recognizing both positive and negative aspects ofan adolescent who has a caregiving role may
make the adolescent realize that it is more acceptable than previously thought to discuss the
associated burdens ofthe task with parents.
There are expected benefits for the parents of the adolescent as well. Through a short
description of the study, parent will gain a better awareness of the impact caring for an person
who is elderly or has a disability in the home may have on adolescents.
Overall, a greater desire to explore ways to decrease burden may result from the study
such as general nursing services or respite care which will have long lasting effects on the level
ofburden felt by the family.
Awareness regarding the costs and benefits ofcaregiving will also be heightened for
Occupational Therapists as a result of this study.
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4. Description of Subjects
a) Between 20 and 30 participants will be required for this study
b) The population ofthis study will be adolescents between the ages of twelve and
twenty who live with one or both parents in a home in which care is provided to a
person who is elderly or has a disability (including a sigrifrcant cognitive,
physical; imotionaUbehavioral or health-related impairment). The person who is
a elderly or has a disability must be at least 65 years ofage not be able to live
independentlY.
5. Descriptioh of Subject i'aiticipation
Subjects will be required to fill out tkee questionnaires, which they will be instructed to
complete in a private location. The questionnaires include multiple-choice or short fill-in-the-
blank questions (see Appendix D). A general letter will be enclosed with the instruments with
directions for each measure as well as information regarding how to retum the packet and a
reminder about not placing a name or any identiffing marks on the measures. One questionnaire
@emographic and Background Information) will ask for general demogaphic information and
charactiristiis' of the caregiving recipient as well as information regarding the relationship
between the adolescent and the care receiver. This will contain sixteen questions and is expected
to take l0 minutes to complete. The second instrument (the Parent-Adolescent Communication
Scale) deals with parent and adolescent communication. The scale focuses on both open and
problematic communication and questions are answered on a S-point Likert scale. It is expected
io take about l0 minutes to complete. A third instrument will be used, the Qualiry of Social
Functioning Scale. This contains 18 questions. Nine of the questions ask how often the
adolescent ingages in specific activities within a typical month. The other nine questions ask
how often the adolescent would like to participate in these same activities within a month.
Participants choose from six choices for both types ofquestions ranging from "almost every day''
to ,,hardly ever or neve1',. It is expected that this measure would take approximately 5-10
minutes. The Parent-Adolescent Communication Scale and Quality of Social Functioning Scale
are pre-published measures with normative data on adolescent populations.
Overall, participation for this study should take about 30 minutes.
6. Ethical Issues- Description
a) Risks of Participation: Participation in this study is voluntary. Subjects will be
briefed about the nature ofthe questions before beginning. Subjects have the right
to omit any questions they do not feel comfortable answering and withdraw from
the study at any time.
There are not expected to be any physical risks associated with this study.
There is a possibility ofpsychological risk. For example, ifa sigrificant number
ofquestions are answered negatively, the adolescent may begin to focus solely on
the negative aspects ofthe caregiving relationship. Adolescents may see
themselves as having decreased communication with parents, increased family
stress, decreased time to pursue leisure interests and overall decreased satisfaction
with their living situation. A risk to family relationships may result if families
develop a sense of guilt or other negative emotions over the effects of caregiving.
Adolescents may also feel guilty for providing answers that demonstrate negative
views about caregiving. In addition, adolescents may feel stress providing honest
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dnswers on the questionnaires out ofconcem that their answers might be read by
family members or that family members may ask about participant's responses.
However, adolescents will be instructed to complete the measures in a private
place to ensure that family members will not know the participant's responses. In
addition, it will be clearly stated that the adolescents are expected to complete the
measures and send them back to the researcher in a sealed envelope, which should
in tum guarantee that sensitive answers remain unknown to family members.
b) Two Informed Consent forms will be included with this suwey. Participants will
sign one form ifthey are over the age of 18; the other form will be used when
participants are under'18 years ofage, and will be sigred by a parent and the
adolescent. (See APPendix B)
7. Recruitment of Subjects
a) Subjects will be recruited through contacts at area Offices for the Aging, church
congregatioris and orgahizations ofcaregiving providers. The primary researcher
will attend local caregiving meetings and support groups to recruit participants
when possible. At these meetings, the primary researcher will give a brief
deicription of the topic and the rdquirements ofparticipation. This information
will be summarized in a Recruitment Letter and Recruitment Statement that will
be handed out or mailed to appropriate locations regarding the type ofsubjects
needed for the study. (see appendix A). The Recruitment Letter is intended for
professionals at caregiving agencies while the Recruitment Statement will be
provided to potential subjects. In addition, a Recnritment Flyer has been created
for posting in areas where potential subjects may gather. (see Appendix A).
Informed Consent Forms and the survey questions will be given to potential
subjects along with the Recruitment Statement A pre-addressed/stamped envelope
(addressed to the primary researcher in the Occupational Therapy deparfrnent)
will be included with this packet. The phone number and email address of the
primary researcher will also be provided for participants or local organizations to
make direct contact for further information.
b) No inducements will be provided to participate in this study
8. Confidentiality/Anonymity of Responses
' Confidentiality will be protected since no names or identi$ing features will be written on
the questionnaires. A code number will be placed on each of the pages of the survey to allow
each participant's responses to remain together. Names and ad&esses included on completed
Informed Consent Forms will be kept in a locked area within the Occupational Therapy
deparfinent and will only be used to mail out surey packets to participants. Participants will be
instructed to return the measures in an envelope without a return address on it to the reseaicher in
the Occupational Therapy department. Since no names or retum addresses will be included on
the surveys or survey envelope, surveys will not be traced back to individual persons.
9. Debriefing
There are no hidden purposes to this study and all needed information is included on the
Informed Consent Form.
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10. CompensatorY Follow-UP
In thJ instance,of psychological harm occurring as a result ofparticipation in this study,
participants are instructed to contact the National Teen Hotline at l-800-234-8336.
11. Summary of Required Appendices Attachments
A. Subject Recruiting Materials
B. Informed Consent Forms
C. Instruments: Demographic/Background Information
Parent-Adolescent Communication Scale
Quality of Social Functioning Scale
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IThIACA
lrhaca Coll€go
35o Job Hall,
Ithaca, NY 1485O-7O12
1607) 274-3113(607) 274-3064 (Fax)
Ollice o, the Provosl at
Vlce Preslclenl lor '
lanuaq 22,2003
Jennifer Iglthaler
Graduate Program 
- 
Occupational Therapy
School of Health Sciences 1md Human Perfoirrmce
Ithaca College
I
l.
Re: Adolescents in Careeiviil Hdil-iib
tnank you for r6sporidin'g to.the sripulations made by the All-College Review Board foi Hurna:r
Subjects Rese'aich. you rir'e'iirtliirrizr d p U-eein vgur nryfect at any-time. This ffiiovd'l will
remain in effeLt f<ir a peiiod-ofoire year from the date ofauthorizitiotr
After you have finished the project, please complete the enclosed Notice-of-Comple tion Form
and retum it to my office for our files.
Best wishes on a successful study-
Garry L. Brodhead, Associale Provost
All-Collegc Review Board for Hurnin Subje&s Research
nv
c Cuole Dcdi., F.calty Advilo.
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APPENDIX C: RECRUITMENT STATEMENT FOR CAREGIVING FAMILIES
My name is Jenn Iglthaler. I am a graduate student at Ithaca College in the Occupational Therapy
program. I am currently working on my thesis project, which involves adolescents whose parents
care for a person who is elderly or has a disability (including a significant cognitive, physical,
emotionaVbehavioral or health-related impairment) in the home, I am interested in looking at the
potential effects that this arrangement has on the adolescent's social activities and family
communication. I am currently seeking individuals who may be interested in participating in this
study.
My interest in the topic has personal relevance. For the first fourteen yea$ of my life' my
parents, grandmother and I lived with my great grandmother. As my great grandmother's level of
functioning decreased and I got older, I took on a mu'ch more active role in her care' This
experience was both highly rewarding and at times stressful.
I am looking for adolescents (between the afies of 12 and 20) whose parents provide care in the
home for a pErson who is elderly or has a disability. Participants will be asked to complete three
brief questionnaires. I anticipate the questionnaires to take no more than 30 minutes to complete.
Results of this study may be helpful to piofessionals who provide services to families engaged in
caregiving for older adults. In addition, participants may gain insight into the affects that their
involvement in the caregiving turangement may have on their social activities and
communication with parents. There are potential risks to participants, as well. Insight into their
situation may result in stress if they feel that socialization and parental communication have been
negatively affected by the caregiving relationship. They may be worried that their answers may
affect family relationships, particularly if their answers might cause distress to parents.
The questionnaires are meant to be completed in an area where the adolescent feels most
comfortab'le and can answer the questions honestly. Subjects can decide not to answer any
questions they may not feel comfortable answering and can withdraw from the study at any time.
If you or your child is interested in participating in this study, please contact me directly at
539-6708 (home) or by email at iielthal@ithaca.edu. I will provide you with a packet of
materials that will include Informed Consents and survey materials for participants to complete,
and a pre-addressed envelope for retuming signed consent forms and survey materials. For
further information, please contact me.
Thank you very much!!
I
I
Jennifer Iglthaler
APPENDIX D: RECRUITMENT LETTER FOR CAREGIVING AGENCIES
Dear Caregiving Providers,
My naine is Jenn lglthaler. I am a graduate shrdent at Ithaca College in the Occupational Therapy
progra.. I am currently working on my thesis project, which involves adolescents whose parents
r*. fo. u pr..o, who is elderly or has a disability (including a significant cogritive, physical,
emotional/behavioral or health-related impairment) in the home. I am interested in looking at the
effects that this arrangement has on the adolescent's social activities and family communication.
I am currently seeking out possible participants for my study.
My interest in the topic his personal releiaiice. ior the first fourteen years of my life, my
parents, grandmothei and I lived with my great grandmother. As my great grandmother's level of
functioning decreased and I got older, I took on a much moie active role in her care. This
experience was both highly rewarding and at times stressful.
I am looking for adolescents (between the ages of 12 and 20) whose parents provide carein the
home and may have an active role in caregiving responsibilities for a person who is elderly or
has a disabiliry. Participants will be asked tb complete questionnaires. I anticipate the
questioruraires to take approximately 30 minutes to complete.
The questionnaires are meant to be completed in an area where the adolescent feels most
comfortable and can answer the questions honestly. Subjects can decide not to answer any
questions they may not feel comfortable answering and can withdraw from the study at any time.
Ifyou know of adolescents living in families engaged in caregiving for an older adult, please
.ontu"t *.. I will provide you with a packet of materials that you may share with individuals
who may be interested in participating in the study. The packet will include a Recruitrnent
Statement, Informed Consents, survey materials for participants to complete, and a pre-addressed
envelope for returning signed consent forms and survey materials. For further information,
please contact me directly at 539{708 (home) or by email at iielthal@ithaca.edu
Thank you very much!
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l*_
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APPENDIX E: RECRUITMENT FLYER
Help Out a Graduate Student
I am a graduate student at ithaca College in the Occupational Therapy Program.
I am currently working on my thesis proiect and looking for potential subiects.
I am looking for adoiesce'ni3 @erween the ages of 12 and 20) whose parents care for
a person who is elderly or has a disability (including a significant cognitive, physical,
emotionaUbehavioral or health-related impairment) in the home. I am looking at the
potential effects that thid arrhngtiment ha5 onilie adolescent's social activities and family
communication.
Participants will be asked to fill 
_out three brief questionnaires that will take no more
thah 30 minutes to comflete. The questionnaires are meant to be completed in an area
where the adblescent feels most comfortable and can answer the questions honestly.
Subjects cari decide notio inswtir anytqirestioirs tlt .y ,"y not feel comfortable answering'
Participants can withdraw from the study at any time.
Results of this study may be helpful to professionals who provide services to fairilies
engaged in caregiving for older adults. In addition, participants may gain insight into the
effects that their involvement in the caregiving arrangement may have on their social
activities and communication with parents. Potential risks to participants include increased
stress on the part ofthe aholiscent if they feel that socialization and parental
communication have been negatively affected by the caregiving relationship. In addition'
participants may be worried that their answers may affect family relationships,
particularly if their answers might cause distress to parents.
Ifyou or someone you know is interested in participating in this study' please
contact me directly at 539-6708 (home) or by email at iielthal@ithaca.edu
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APPENDIX F: DEMOGRAPHIC AND BACKGROUND INFORMATION
Code #
D emographic and B ackground Iryformation
Male Female
3. How long have you lived with an person who requires care?
months
4. Age of Person Requiring Care
7. Age.
2. Gender
Niece/nephew
Daughter/ Son
Sister/Brother
Other (describe)_______=_------,
7. Who is the Primary Caregiver of lhe person requiring care?
5. Gender of Person.Rbquirihg Care 
-Male-Female6. What is your relation to the Person requiring care?
Grand daughter/ Grandion
-Creat Cran-Adadghter/ Great 
gluirdton
_ 
My mother
_My Grandmother
_ 
My Father
_ 
My Grandfather
Other (please describe)
8. Does the person receive any care from the following people outside of your family?
Nurse Health Aide
Respite Care 
- 
Other (please describe)
ga. If you answered yes to question 8, how many hours per week does the percon receive this
care?
hours
9 . Does any member of your family panicipate in a support group for caregiting?
. Yes 
_No
1 9a.Ilso, u,ho participates?\. 
- 
I participate 
- 
the primary caregiver participates
I
I
I
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Code # 
-
10 and 11 Please'select a nilmber lir the amount of help lhe person needs help in and how
much you help for each of the areas listed below
Person Needs Help
in This Area
I Help in thk Area
AA
The=5 Never =1
time
AA
The = 5 Never =l
Time
54321 5 4 3 2 I
5 4 3 2 I 5 4 3 2 I
Ioileting 5
4 3 2 I 5 4 3 2 I
a
I
5 4 3 2 I 5 4 3 2 I
lrbparing a Simple Meal 54321 5 4 3 2 I
Eroomlng (for exampl€, brushing teeth and caring for hair)
I
5 4 3 2 I 5 4 3 ) I
Iousehold Chores (cleanlng, laundry and paying bills) 5 4 3 ) 1 5 4 3 2 I
Iousehold Mobility (Movlng from Place to Place) 5 4 3 2 1 5 4 3 2 I
,3ommunity Mobility (going to plac€s in th€ commutrity) 54321 5 4 3 2 1
Iaking Medicine
II
5 4 3 2 I 5 4 3 2 I
Completing World Homework 5 4 3 2 1 5 4 3 2 1
Safe ln the Eome and Community 5 4 3 2 I 5 4 3 2 I
(please erplain) 
_
5 4 3 2 I 5 4 3 2 I
12. 13 and 14 Please indicale how much vou asree with the followins statementsIr-j-":-
t Strongly Dhogree = 1 Strongly Agree = 5
I am happy to help the person needing care
l
I ) J 4 5
I am happy living in the same house as the older person\ I ) J 4 5
I'feel that my family works well together to meet the needs of the
person receiving care
I 2 3 4 5
)ressing
Adolescents in Caregiving Homes 92
APPENDIX G: PARENT-ADOLESCENT COMMUNICATION SCALE
Code #
Parent-Adolescent Communication
The statements in this section reflect aspects ofyour communicatioD with your parents. There are
separate statements to answer retated to your communication with your father and your mother.
ilease rate your agreement or disagreement with each of the statements according to the key
provided at the top of each page. Please place the number of your choice on the line provided for
each answer.
Adolescent and Mother Form
Moderately
I
Strongly
Response Choices
3
Neither Agree
4
Moderately
5
Strongly
,|
'l
'l
\:\
rl
l I can disclss iny beliefs with my mother without feeling restrained or embarrassed.
2. Sometimes I have trouble believing everything my mother tells me
3. My mother is alw'ays a good listener.
4. I dm sometimes afraid to ask my mother for what I want'
5. My mother has a tendency to say things.to me which would be better left unsaid.
I
6. My mother can tell how I'm feeling with'out asking.
7. I am very satisfred with how my mother and I talk together.
8. If I were in trouble, I could tell my mother.
9. I openly show affection to my mother'
10. When we are having a problem, I often give my mother the silent treatment
I L I am careful about what I say to my mother
12. When talliing to my mother, I have a tendency to say things that would be
better left unsaid.
13. When I ask questions, I get honest answers from my mother.
14. My mother tries to undbrstand my point of view.
15. There are topics I avoid discussing with my mother
16. I find it easy to discuss problems with my mother
17. It is very easy for me to express all my true feelings to my mother.
18. My mother nags/bothers me.
19. My mother insults me when she is angry with me.
20. I don't think I can tell my mother how I really feel about some things.
:J!
Adolescents in Caregiving Homes 93
Code #
Adolescen, and Father Form
1
Strongly
)
Moderately
Response 
.Choices
3
Neither Agree
4
Moderately
5
Strongly
D
lI
I
1. I can discuss my beliefiwith my father without feeling restrained or
embanassed.
2. Sometimes I have trouble believing everything my father tells me
3. My father is always'a good listener'
4. I am sometimes afraid to ask my father for what I want.
5. My father has a tendency to say ihings to me which would be better left unsaid'
6. My father can tell how I'm feeling without asking.
7. I am very satisfied with h-ow m1i fathLr and I talk together'
8. IfI were in trouble, I could tell my father.
9. I openly show affection to my father'
10. When we are having a problem, I often give my father the silent treatment
11. I am careful about what I say to my father
12. When talking to my father, I have a tendency to say things that would be
better left unsaid.
13. When I ask questions, I get honest answers from my father'
14. My father tries to understand my point of view.
15. There are topics I avoid discussing with my father
16. I find it easy to discuss problems with my father
17. It is very easy for me to express all my true feelings to my father.
18. My father nagJbothers me.
19. My father insults me when she is angry with me.
20. I don't think I can tell my father how I really feel about some things.
I
t
Ir
!
,l
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APPENDIX H: QUALIry OF SOCIAL FUNCTIONING SCAIE
In this questionnaire, you are asked to rate your current and your desired participation in a
number ofsocial activities. The frrst questions are about how often you participate in the
activities now; the remaining questions are about how often you would like to participate in each
ofthe activities. Please place an "X" in the column that best represents
your answer.
la. Do you go to the movies or go to social events like
lb. ll/ouk! you like to go to the movies or social events
2a, Do you go out to dinner?
2b,lYoukl you like to go out to. dinner?
3a, Do you go shopping or run errands \'?ith family or
3b.Ilould you tike to go shopping or run errands with
4a. Do you participate in recreational activities like
horseback ridins. bowlinq or going to sporting events?
4b.llould you like ro ParticiPate in recreational activities
like horseback riding, bowling or going to sporting
5a, Do you participate in rctivities like school clubs'
church groups. art classes, or music classes?
5b,lfould you like /o participate in actiYities like school
clubs, scouts, church grouPs' art classes, or music
6a, Do you like to *hang out' with your friends at school'
the mall. movies. or somewhere other than your home?
6b.ll/ould you like r, (hang out' with your friends at
school, the mall, movies, or somewhere other thon your
home?
7a. Do you visit your friends at /f,eir homes?
7b. lYould you like ra visit your friends at ,leri homes?
8a. Do you have your friends visit you at your home?
8b. llould you like lo have your friends visit you at your
9a. Do you use the computer and internet to talk to
people?
9b.lfould you like ro use the comPuter and internet to
Dear Adolescent ParticiPants,
Thank you for agreeing to participate in this study of adolescents in a household where an elderly
person gI a person with a disability is cared for. This study is to be completed by an
,aot...*t ietative ofa person that requires extra care (NOT the person receiving care).
The study examines yoursocialization and communication with your parents. Enclosed you will
find two Informed Consent Forms. Depending on your age, you and/or one of your parents must
read and sign one of the forms before you may begin answering the questions included in the
survey instruments.
***PLEASE NOTE*** If you are not an adolescent living in a family which provides care to
r*r*r.ilt".." 
"h".klhe 
box at the bottom of this letter and retum the letter in the enclosed
envelope.
The three brief surveys included in this packet are to be completed by the adolescent.
Please complete these in d private location so that you feel comfortable and so that your answers
remain conirdential, and seil them in the enclosed pre-addressed stamped envelope. You have
the right to leave any questions blank that you do not feel comfortable answering. The first 2
page;(Demographii and Background Information) ask information about yourself the person
i"n"o is etae.tioihas a disability who lives with you, as well as questions about the care that the
person recei.,res and your family. The second set of qlestions @arent-Adolescent
'Communication Scaie) asks about your communication with your parents. The last.set of
qu..iionr (the Quality of Social Functioning Scale) asks you to rate your participation in social
activities. The questions should take about 20-25 minutes to compldte'
The question packet should be reh.rmed to the primary researcher using the envelope provided
that inchides ihe correct address and postage. I would appreciate the survey retumed by
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APPENDX I: INSTRUCTIONAL LETTER
Code #
2003
A letter describing the overall results of this survey will be available to anybody that participated
in this srudy. If iriterested, please contact me either by phone at (607) 539-6708 or by email at
iisltha I @ithaca.edu.
iGMEMBER: D" ,ot place your name on any of the pages or on the envelope'
Thank you very much for Iilling out these questions. You have helped me out greatly!!
Jennifer Iglthaler
Phone number: 539-6708
iislthal @ithaca.edu
I am not an adolescent living in a family providing care to someone
I
+ --
*{*.'
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APPENDIX J: TNFORMED CONSENT FORM: UNDER 18 YEARS OLD
INFORMED CONSENT FORM
Adolescents in Caresivins Homes
l. Purpose of Studv
Thii study is being conducted in order to explore the effects on an adolescent's participation in
social activities and communication with parents when the adolescent lives in a family providing care to a
person who is elderly or has a disability (including a significant cogritive, physical, emotionaUbehavioral
or health-related impairment).
2. Benefits ofthe Studv
Adolescents will benefit from this study because they will gain a better awareness ofactivities in
which they engage, in addition to activities in which they would like to participate. This study will also be
beneficial sinci ii focuses on both the positive and negative aspects ofcaregiving and may assist an
adolescent in discussing the experience more openly with family members.
3. What You Will Be Asked to Do
Participants will be asked to answer three surveys, which they will be mailed back to the_ primary
researcher in the Occupational Therapy department in a pre-addressed, stamped envelope. Participation is
expected to take no more than 30 minutes.
4. Risks
Sorne psychological risks are possible with this study. Padicipants may begin to focus solely on
negative aspecis ofcaregiving involvement such as decreased opportunities for social en-gagemcnt, a
sdse ofpoor parental communication or increased family stress. Participants may also feel guilt for
providing negative answers or have concem about their responses being read by family members.
5. Compensation for InjurY
In the instance ofpsychological harm occurring as a result ofparticipation in this study,
. 
participants are instructed to contact the National Teen Hotline at l-800-234-8336.
6. If You Would Like More Information about the Studv
F* 
-ore information, participants can contact the primary researcher at 607-539-6708 or by
email at jjgllbq !.1@t!ha94J:du
7. Withdrawal From the StudY
Participation in this study is voluntary and participants may withdraw from the study at anytime.
Subjects are not required to respond to any questions, which they feel uncomfortable answering.
8. How the Data Will be Maintained in Confidence
M names or identifoing information will be present on the survey. The three surveys will be
matched up to each other by use ofa code number located on each survey. Informed consent forms will
be kept in i locked cabinet in the Occupational Therapy departsnent at Ithaca College and will only be
u"."sribl" to th" primary researcher and her advisor. Although these forms will include names, this
information will not be used to identifu the surveys in any way. Once the study is completed, all informed
consent forms and surveys will be destroyed.
PareDt's Initials Adolescent's Initials
il
ll
1
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Parent Consent:
I have read the above and I understand its contents. I give permission for my child,
to participate in the study. I acknowledge that I am l8 years ofage or older.
Print Name (Parent)
Strr"t*" (P-.r$ Date
Adolescent Consent:
I have read the above and understand its contents. I agree to participate in the study. I acknowledge that I'
am 12 years old or older.
Print Name
A
I Adolescent's Signature
t
I
Date
li
I
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APPENDIX K: INFORMED CONSENT FORM: OVER 18 YEARS OLD
Ifvou are over l8 vearc ofage' olease read and sien lhis form
INFORMED CONSENT FORM
Adolescents in Caregivine Homes
l. Pumose of Studv
This stuiy is being conducted in order to explore the effects on an adolescent's participation in social
activities and communication with parents when the adolescent lives in a family providing care to a
person who is elderly or has a disability (including a significant cognitive, physical,
emotional/behavioral or health-related impairment).
2. Benefits of the Study
eaot.."orts ,"itt benefit from this study because they will gain a better awareness ofactivities in
which they engage, in addition to activities ii which they would like to participate. This study will also be
beneficial sinci ii focuses on both the positive and negative aspects ofcaregiving and may assist an
adolescent in discussing the experience more openly with family members.
3. What You Will Be Asked to Do
participants will be asked to ahswer tkee surveys, which they will be mailed back to the primary
researcher in the Occupational Therapy department in a pre-addressed, stamped envelope. Participation is
expected to take no more than 30 minutes.
4. fusks
Sdi psychological risks are possible with this study. Participants may begin to focus solely on
negative aspects ofcaregiving involvefrent such as decreased opportunities for social engagement, a
sense ofpoor pa.ental communication or increased family stress. Participants may also feel guilt for
providing negative answers or have concem about their responses being read by family members.
5. Comoensation for Iniury
In the instance ofpsychological harm occurring as a result ofparticipation in this study,
participants are instructed to contact the National Teen Hotline at 1-800-234-8336'
6. If You Would Like More Information about the Study
For more information, participants can contact the primary researcher at 607-539-6708 orby
email at jig[bq L@ilhaea.edu
7. Withdrawal From the Study
Participation in this study is voluntary and participants may withdraw from the study at anlime.
Subjects are not required to respond to any questions, which they feel uncomfortable answering.
8. How the Data Will be Maintained in Confidence
No names or identif,ing information will be present on the survey. The three surveys will be
matched up to each other by use ofa code number located on each survey. Informed consent forms will
be kept in a locked cabinet in the Occupational Therapy depaftnent at Ithaca College and will only be
accessible to the primary researcher and her advisor. Although these forms will include names, this
information will not be used to identifi the surveys in any way. Once the study is completed, all informed
consent forms and surveys will be destroyed.
I have read the above and I understand its contents. I agree to padicipate in the study. I acknowledge that
I am 18 years old or older.
Print Name
Date
:}
Signature
